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ABSTRACT 

This hearing inquired into questions on the quality 
of care and the utilization of services in the child health area. 
Questions covered included: How does the government assist in 
preventive medicine programs? What are the gaps in current health 
care and delivery systems? Hov can current legislation in this field 
be better implemented? The early periodic screening, diagnosis, and 
treatment program (EDSDT) is essential to good health care for 
children. Lov'income children need this service, and good community 
health centers are needed to implement this preventive health 
program. .The Department of Health, Education and Welfare (HEW) is 
responsible for overseeing state operations and enforcement of this 
program. Testimony indicates the job is not being done veil. There is 
inadequate funding through medicaid; there is a lack of rapport and 
communication between HEW and state officials; and eligibility of 
children for the program is hard to determine. There are vide gaps in 
execution of the program as intended by congress, and there is a lack 
of proper administration by HEW. The Committee requests a report from 
HEW on steps they vill take to bring the program into conformity with 
the statutes of the U.S. Government. (JD) 
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GETTING READY FOR NATIONAL HEALTH INSURANCE: 
SHORTCHANGING CHILDREN 



TUESDAY, OCTOBEB 7, 1975 

HOUSB OF JlEPBESENTATIVES, 
StTBCOMMlTTEE ON OVERSIGHT AND INVESTIGATIONS, 

CoMMxriEE ON Interstate and Foreign Commerce, 

Washington, D,0. 

The subcommittee met at 10 a.m., pui-suant to notice, iix room 2123, 
JBayburn House Office Building, Hon. Richard L. Ottinger, presiding 
[lion. Jolm E. Moss, chairman J. 

Mx. Ottinoer. The Subcommittee on Oversight and Investigations 
of the Committee on Interstate and Foreign Coimnerce is resuming 
hearings today on the subject of "Getting Ready for National Health 
Insurance: Shortchanging Children" by uidicatmg that it is a most 
auspicious time to hold a hearing concerning child health, since 
October is "Enmunization Action Month" and yesterday was "Child 
Health Day for 1975." 

I note in the Proclamation of Declaration for Child Health Day 
the President indicates that, thanks to vaccines, poliomyelitis is no 
longer the widespread crippler that it once was. Cliildren can now 
be protected against measles and the risk of death or brain damage 
resulting from this disease. 

loamunization against rubella not only protects young children, but 
also protects pregnant women from contracting the disease and risk- 
ing the mental health of their unborn children. There is no better 
example of effective cost control and human benefits than to uncover 
and treat a preventable disease early. 

For example, the National Communicable Disease Center, for a 5- 
year period, estimated that immunization efforts averted 10 million 
cases of measles and 3,200 cases of mental retardation. It also estimated 
that immunization saved 973 lives, 555,000 hospital days, 291,000 years 
of life, 1.6 million work days, 32 million school days, and $423 million. 

I, therefore, find it very" appropriate for us to convene this hearing 
today to look at how the Government assists in pi-eventiye medicine 
programs. Now that we do have certain new technologies, such as 
vaccines, are they heing utilized to the- extent necessary to protect our 
people and reduce long-run health costs ? 

During these hearings, we wil look at aspects of preventive^ health 
and communicable diseases. We hope to find out why approximately 
5 million of the Nation's 1- to 4-yenr-old children are insufficiently 
immunized. Why is that of 14 million preschool children in this 
country, one out of every three is insufficiently immunized? 

I find it inexcusable that in 1073 50 children died and more than 

(1) 



2 

4()jU()0 >'ouugstei-s tlevelopotl coiiipliuitions, iiicliuling brain tluiiuii^Oj 
duetojucasles. 

As the President's pvoclttumtion points out, one of the greatest 
success stories in American nie<licine has been the determination of the 
causes and the development of iinmuiiizatioa by vaccine for polio. 

Surveys now indicate, however, that in 11)04, 88 percent of Anieri. 
can preschoolers were protected against polio. In 11)7.3, tliat figui-e 
dropped to G3 percent. The figure is even lower— approximately 51 
percent— for jiomyhite prescliool children living in the central cities 
of major Jiictropolitan areas. 

This set of hearings on "Shortchanging; Children'* is geared ,to 
acquire information and to explore the gai)s in our current health care 
delivery system. The puri)Ose is to assist, in developing the hase^ for 
new legislation and better imphMneutation of current legislation. 

We int4ijnd, as part of nn over-all study of ••Getting Ready for 
National Health Insurance," to he able to gather infornuition that 
may help this subcommittee, and i)artirnlarly the Health and the 
Environment Subcommittee chaired b^' my able colleague, Paul 
Rogers, as they begin to consider the need for new national health 
insurance legislation. 

These hearings will focus upon the quality of careand the utilization 
of services in the child health area. 

We will liear from citizens wlio have had firsthand experiences as 
well as experts from Government and the Held of medicine. 

It is in the spirit of gathering infonnation and developing recom- 
mendations to help insure consumers of health care I)etter quality in a 
rost-effective manner that T open these hearings. 

AW have scheduled for this morning five witnesses; Dr. Frederick 
Green of Washington. D.C; AFr. and Mrs. John >rairuire, Yeadon. Pa.; 
Dr. Gerald Haas of Boston; and Congressman Ral])h AFetcalfe of this 
committee, a AFember of Congi-ess; and Dr. AVilbnr Cohen, former Sec- 
retary of Health. Education, and AA'elfare. 

Tn order to bo able to have the committee bear from all of these wit- 
nesses. Tarn going to try to set pretty firm limits foreacb witness, about 
20 minutes total per witness, to make sure wc get everybody in. T hope 
the witnesses will do what tbev can to acconu)iodate us in that regard. 

Our first witness is Dr. Frederick Green. T nndei-stand tluit he is ac- 
conipanied by tliree parents. Tf they wonld like to, they nuiy accom- 
pany vou to the witness table. 

T wo)dd appreciate it if you wonld identify them. 

STATEMENT OF FREDERICK C. GREEN, M.D.. ASSOCIATE DIRECTOR^ 
CHILDREN'S HOSPITAL NATIONAL MEDICAL CENTER; DIREC- 
TOR, OFFICE OF CHILD HEALTH ADVOCACY: AND PROFESSOR OF 
CHILD HEALTH AND DEVELOPMENT, GEORGE WASHINGTON 
UNIVERSITY SCHOOL OF MEDICINE. ACCOMPANIED BY MRS. 
PAMELA SPEAKS, MRS. PATRICIA YOUNG, AND MRS. IRENE 
DRIVER, AND THEIR CHILDREN 

Dr. GuKEx. Thank yon very nnwh. AFr. Chainnan, and membei^s of 
the subcommittee, T am pleased to have the opf)ortnnity to appear here 
this morning — the day after Cbihl TTealth Day. whicli was declared 
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by Pi'csitleiitial proclaiiiutioii — to discuss a situation wliiHi is, in my 
opinion, a national disgvacc. I am ivforring to tlio failiiro of KtHltMiil, 
State, and local govornmonts to inipltMncMit a program wliicli would 
assure lH»ttev lioaltli t-are for all oliihfren in tliis countrv — particularly 
those at 4|:ravt»st risk. Pt»rhaps tho content of this testimony will make 
some of yon uncomfortable* but it is our hope and intention to speak 
in the Iwst interest of our children and to give volee to the critical con- 
cerns of those we serve. Accompanying me today to aid nie in this 
presentation are three fanulies — families that are currently forced to 
eope with the devastatinij: consequences of our societal neglect. Later 
in this testimony, you will have an opportunity to meet and talk with 
them. 

Jly name is Frederick C. Green. I am a pediatrician, currently serv- 
ing as associate director. Children's Hospital National Jfedical Center; 
director of the hospital's office of child health advocacy : and professor 
of child health and development, George Wasliington University 
School of Jfedicine, Wasliington, D.C. 

I have had the unicpie opportunity of serving not only the individual 
needs of childi-en as a pednitrician in private and institutional practice 
in Xew York City, but also of serving the collective needs of our Na- 
tion's children as the Associate Chief, Children's Bureau, OCD, HEW 
from August 1071 until my resignation in June I97;l 

Throughout my career,- ! have become intimately familiar and in- 
creasingly distressed with tlie ph^^sical, social, intellectual, and emo- 
tional wastage resulting from the unconscionable high incidence of 
uncorrected correctable deficits among cliildren in this country. 

The early periodic screening, diagnosis, and treatment urogram 
(EPSDT) is potentially the most comprehensive program of preven- 
tive health care for children ever undeitaken by the Federal Govern- 
ment. The program was mandated by Congress in response to the need 
for eliminating health-related causes of disabilitv and dependence 
among the Nation's poorest children. EPSDT provides for tlie ideuti- 
fication and prevention of correctable physical deficits through the 
pronsion of early detection, diagnosis, and treatment services. 

Til the EPSDT' guidelines issued by the Department of Plealth, Edu- 
cation, and Welfare, the following .screening services were recom- 
mended : Taking a medical history and performing a physical exami- 
nation; assessing innuunization status; screening for dental, hearing, 
and vision problems; screening for anemia, lead poisoning, sickle cell 
disease, and trait, bacteriuria, and tuberculo.si.s. 

These general services provide a superficial metliod for detecting 
the presence or absence of pathology which then must l>c further ex- 
plored through the diagnostic and treatment phases of the program. 
The guidelines also recommend a developmental assessment; however, 
the nature of this component is currently the subject of fervent na- 
tional debate. T will expand on this issue later in my testimony. 

In spite of the clear intent of Congress to insure basic health protec- 
tion for the Nation's needy children, the EPSDT program has en- 
countered formidable obstacles. Although the program was enacted 
into law January 2, 1968, HEW did not release regulations and re- 
quirements until late in 1071; these became effective in February- 1972. 
Shortly thereafter. Congress levied a financial penalty — 1 percent of 
State AFDC funds— in an effort to speed implementation and make 
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States more accountable for the program. Yet, ono year Inter, in March 
of liS J^tates still hail either no program at all or [)ro^M'anis rated 
as having major prohlenis,* 

It is apparent tliat thore is a need for a penalty provision to asanro 
State roni[)lian('i». It is unfortunate that enahluig a genonitiuu of 
ciiildivn to reiu'h their full potential as productive nionibei-s of soi?iety 
has not proven to he an aikMiunte incentive for State govennuents. 
ITowevtM', altliough the carrot has proven insullicient, I (|uestiun Con- 
gross ehoiee of a stick. When we penalize States ])v withliolding wel- 
fare pavnuMits. we are at'tually penali/.ing the very people whom we 
havo ajriveil are most in need of help, 

In etfect. we arc saying that if States fail to deliver one type of hu- 
man service, we will' reduce their capability for providing anotlier. 
Surely, it would he nu)re nitionnl to penali/.e States hy withholding 
funds allocaled for purposes other than direct hunum services, such 
as moneys for highway construction or capital iniprovenuuits. 

Fniih'er evidence of the ineU'ectiveness of both the State, programs 
and the congressional penalty can he found in the available ilata on the 
nnud)er of cliihlren served hy EPSD'r. 

Considering only those who (|uality for nuMlicaid, there are approxi- 
nmtely i:\ million childivn eligible for KPSOT services. Of those, only 
1") percent (1.0 ndllion) had been screened by the end of 1074. Of the 
snudl percentage of children who were screened, nearly onedudf were 
found to need additional diagnostic and treatenuMit services. Due to 
inade(|Urtte ruse reporting procednres in the States, there are no reli- 
able data concerning the nund)er of children who actually mieive 
adequate followup,- 

Many States have argueil that the figures reported for EPSDT 
services do not reflect the actual number of children receiving such 
services from other pul)li<' or private providei*s. However, these claims 
are refuted by a recent evaluation report on f(mr EP.SDT research 
and demonstrali()n projects funded hy the Social and ReiKd)ilitation 
Service. These ])roiccts provided EPSDT s?ervices to all children 
regardless of medicaid eligibility status. 'I1u»y found that over 00 
percent of the pmblcms identified were either new or previously 
known bnt not under care.^ 

The large propoi-tion of problems in the latter category previously 
known but not under care undeiscoivs the lack of adecpuite referral 
and foUownp piwedures and need for fonualiml accountable case 
monitoring mechanisms. . 

Findings from those projects also clearly indicate that medicaid 
eligibility alone is not a clear i)ivdictor of the nnnd)er of disabilities 
that will be found in a given po])ulation of children. Tt is estimated 
20 to 40 percent of all children in low-income fanulies suffer from one 
or more chronic conditions and that only 4 ont of every 10 of these 
childivn ai^e under treafment. Fui-ther. althongh 07 i)ercenf of all 
childi*en recpnre sonu^ dental care before the age of (>, 40 percent of all 

^ Kiirlv «n»l Pprlodic ScrooiHnjr. ninjrnoslH. nnd T n'n t mon t : Confcrnnce Proct'odlnffH. 
Tlio niimnn S<»rvirns Institnti* for ChlNIron «n<I Tn ml lies, Inc., Arniijrtoii, Vn.. Tunn 18, 

' MpfllcftUrs Kftrly and Pnrlodic Scrnonlnff, Din gnosis, and Trent m ont rrojrrnm. DHEW. 
MImnotrrnpliiMl. Wnsldnjrton. P.r.. Atijr. t. 1074. _ ..... .^i , 

'First QuftrtorU* EvftHmtlon Report of the KPSDT Dpmonfitmtlon Projects, Dickson. 
H.n.. nt al.. l.'iilverslty of Texas Henlth .Science Center nt Snn Antonio. San Antonio, 
Tex.. Nov. 20. VM4. 
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children in low-incoiuc families vatxch the age of 17 without any profes- 
sioiittl dental care/ 

In spite of this evidence of need, oiilv about half of the Xation's 125 
million low-income — that is, poor aiu^ working pooiwhihlren aiv 
eligible for medicaid and E PS JDT services. The reuuiinder are inelijj:i- 
ble; yet many are t(X) poor to pay for i)reventive care. Indeed, in this 
time of rampant inflation and high unemployment, the working poor 
often cannot even atford occasional episodic care. 

On this point I find it necessary to express a pei-sonal bias. It is my 
boliof that eeitain basic child health services are a right and should bo 
xinivorsally available. Yet our history of legislative pmtertion for 
families in need has been characterized by exclusivity ruther than 
inclusivity. Wo have exdaded chihlren by income, by race, bv geogra- 
phy, by age— by just about every characteristic that wouhl enable us 
to distmguish one child fi-om another. 

It is sadly Tronic that we penalize those who are actively trying to 
progress from welfare ilependence to gainful employmen't by effec- 
tively denying them a means of assurin^j gooil health. 'l recognize that 
national health insurance in some form is likely to become a ivality in 
the not too distant future. However, while the bureaucnitic wrangling 
over costs, methods, and feasibility continues, the 12 million children 
from low-income families who ai*o not; eligible for medicaid wait in a 
vacuum. They wait at risk of permanent ilisabilitv due to conditions 
^vhlch the medical profession has long been able to prevent or amelior- 
ate. 

One out of every ten children in the United States suffers from some 
form of communication disorder. Of these, over half have some type 
of speech pathologv ; a third have severe hearinrr impairment ; and the 
remainder are totally deaf." Untreated communication disorders liter- 
ally isolate a child from his environment and render liim unable to 
cariT out the myriad learning tasks of childhood. 

The prevalence of vision deficits is I'elatively low among preschool- 
age children, affecting approximately 5 percent of this population. 
Hovvever, 1 ont of every 4 school-age children has some kind of visual 
handicapping condition.*^ 

The incidence of anemia also varies with the age of the child with 
the highest prevalence rates occurring during the fii-st 4 veai-s of life. 
As reported to the 1970 White House Confei-ence on Children, the 
incidence of anemia is highest among children from low-income 
families. For example, almost half of all 2-year-olds in the lowest 
income qiiartile and over a third of those in the lower middle quartile 
were found to be anemic. For children between the ages of 2 and 6. the 
reported prevalance rates were somewhat lower; hpwever, it i-eni'ains 
that nearly 1 out of every 5 of these children vvas diagnosed as 
anemic.^ 

Mlm^o'^'a^^^^^^^^ Treatment Program. DHEW. 

miFW^HHonni inln'tn^tSf^'tT^ A?^ .l""'^^® Pfo^^^'"" the prcBchool child. 
♦ A n.nSi fS^ioi^f «2L5S,"li*^ Health Scrvlci?. Washington, D.C. 1070 
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Thoufrl^ the ^^•ovul(Ml('t» raloH forrtHymptomatic urinary tract infeistion 
duo to baotcM'ial is suhstantinlly lower tluui that for jiuoiuia, h\w\\ in- 
footiouH place cliildnMi at risk for dovoloping ponuaiuMit kidney 
damage. At loast T) portviit of all drlH will acquire oai'toriuria during 
thoir elpuHMUary and Hocondary school years." Moiwvcm', this condition 
is freijuiMitly ivcurront. Two of the paivuts hero today iuivo n/^roed 
to share with us sonic insij^hts into tlic lives of childVon who have 
exjicriiMiced kidney failure. 

The alarunnfj: incroase in the nundici's of children who are inade- 
quately iuuunni/,od a^rainst childluMKl infections diseases Inis prompted 
a nationwide campaign to rever.se the trend. October nas oeen 
designated "Immunization Month" hy tin* National Center for Diaea.so 
Control. It is known that 2 out of every T) children 1 to 4 yeai's of a^ye 
Inwe no protection or iinidetpnite protection a^jainst poliomyelitis and 
measles. In central city areas coHtainin/i; j)overty pockets/ the situa- 
tion is even more alarniinii:— scarcely half of the children are com- 
pletely immunized." 

The liiffli incidence and dnistic conse(iuences of lead poisoning have 
prompted many urban aixmsto initiate locally fun.ded lead screening? 
programs. Such an effort has been spearheaded in the District of 
Columbia by the Committee for L.K.A.D., which openites under the 
auspices of the Oflice of Child Health Advocacy, Children's Hospital 
National Medical Center. Sinco the be^innin^^ of the committee's ef- 
forts, the incidence of elevnted blood lead levels has decreased slightly 
each year. Nevertheless, in fiscal year 1074, 10 percent of the more than 
14,000 children screened had elevated lead levels. Nationally, (500,000 
children still carry undue bmly loads of load absorbed from a polluted 
environment. Each year 300 to 400 children die of lead poisonmg, and 
an additional 0,000 suffer irreversible mental retardation and daniagi^ 
to the central nervous .system. The mother of one of these children 
is with us today. 

While child' abuse and neglect is not directly addressed in the 
EPDST guidelines, the early and continued healtli asses.sments offered 
by this program provide a critical opportunity for reaching and help- 
children who are victims of this tragedy. The provisions of the 
Child Abuse Prevention and Tr(»atment Act,' signed into law on Jan- 
uary 31, 1974, reflect the growinc: national concern over the frighten- 
ing increase in the numlKii*s of brutalized and abiis(»d children. 

AlthoujQrh thei-e is substantial evidence of underreporting: of child 
abuse, estimates range fronj 60,000 to between 2.50.000 an(r400,000 
cases each year. Of these between 200 and 400 children are killed." 

While it is obvious that the EPSDT program offers an unprece- 
dented opportunity for impm»ting on the physical health status of 
children, the program guidelines also address the need for screening 

•;*A 10- Year study of Bacteriuria In SchoolsirlB! Final Report of Bactoriuloclc. 

I'-rypniJoloffic Flncnn|r«." Kunln, C. M., the .Tonrnal of Infectious DiHcascs. 
122 :382-30.3. 1070. 

« • I™«P"n*witlon AjfalnBt Disease: 1072. DHEW, Center for DlseaRp Control, Atlanta. 
Oa.. 1972. 

"Statistics and Epldcmlolo^ of Lead Polsonlntr. OIIEW, Office of Child Dovolonmont. 
W^ashlnsrton. D.C.. February 1972. 

" Helplnp the Battered Child and His Family. Kompo. C. H. and Hplfer, R. K.. .T. B. 
UpDlnrott Co.. PhUadelphla. Pa.. 1972. 

i7**The Myth of the Battered>Child Syndrome.'* Ncwher^jor. E., Current Medical Dialoc. 
40 :.'?27. 1073. 

""Child Abuse and Neglect: A Priority Problem for the Private Physician." Green, 
F. C, Pediatric Clinics of North America. 22 :32n-3,39, 1975. 
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to identify possililo (iovolopinour (lifHoultios. [u dovolopin^ ii rationnio 
for this oompoiuMjt, IIKW IniH .stahul rhur 14 \mvwt of all hcIiooN 
cliildrou HiitTor sonu* form of emotional (Ivsfum'tion, ranfrinjr from 
sovoroiv pfl.ychotir-^O.rt pcMvont— to mildly distiirlKHi— 10 porcont. 
An additional '\ porcont aiv said to bo ?iiiirorin^ from montal disahili- 
ties snch as njontal retardation, soiznro disordeiv, nonronjotor disa- 
bilities, and HchooMearnin^ pmblcms. 'I'hoii^h tbese (lata rofloct seri- 
ous need for various types of therapeutic and special odu(?ation serv- 
ices, the issues surroundmp the inrbision of a developmental HoiH^eniuff 
component in KPSDT are extraordinarily complex and currently the 
subject of intense debate. 

Wo recognize the need for a i-eplicable screeninir instrument for 
moasurinp: developmental differences that is sensitive to the widely 
varyiTip ehild-rearinp prnrtices and ruUnral backju^rounds of children 
in this country. Souuulevelopmental bmdmarks— largely phvsical abil- 
ities, such as the attainment of ^ross and fine motor skills— ^an l)e con- 
sidered culture-free. However, at present we do not have a reliable 
screening instrument for assessing such qualities as "intelligence and 
learninff ability'' or "emotional stability and social copinp" ainoiiff 
all children in our inultifaceted society. 

Further, tbei-e is an inherent danger in any screening process which 
IS particularly relevant to developmental screeniiur: People tend to 
thmk of screening as a form of diagnosis. It is not. Screening is simply 
a convenient way of sorting out individuals who have some likelihoocl 
of pathology in a given area. Commonly, screening is done by non- 
professionals, and there is n danger that children who fail a' given 

fimceduro will be labeled as suffering from the suspected condition, 
-let me emnhasize that screening is not a labeling process. Diagnosis 
IS required before a condition is identified and labeled. Moreover, diag- 
nosis should alwa^-s be F>rescript,ive— that is, diagnosis for trwitment 
of the condition identified, rather than for attaching a label to the 
condition. 

It is necessary, then, to proceed with extix^me caution. It is impera- 
tive that we do not attempt to mandate pmgrain efforts that are in 
advance of our knowledge. We must avoid the truly tragic conse- 
quences of inanpropriately labeling large numbers of children being 
developmontally retarded or having learning disabilities. 

Should developmental screening be undertaken, it is critical that the 
labeling phenomenon be avoided, that diagnosis be in the hands of 
professionals, and that treatment be made readily available. Further, 
such an effort should only be undertaken in the context of identifying 
the strengths as well as the weaknesses of a child, with pre.scribed 
treatment that capitalizes on the first while offering remediation for 
the second. Having said that. I do not mean to imply that we should 
discontinue those efforts at diagnosing and treating children with psy- 
chosocial or learning deficits that are within our present capabilities to 
correct. 

The foregoing has outlined the extent of the problems to be con- 
fronted—both in terms of the health status of children and in terms 
of the administrative difficulties encountered in program development. 
If the EPSDT program is to realize is potential, the first step is to as- 
sure that the program becomes a viable and effective resource for medic- 
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aid-eligible children. When this is accomplished, there "•■IJ/^ i^ 
responSing improvement in the quality o^ viiro iiccordexl a 11 ch'ldreu 
though a ripple effect. We nu.st. then, examine some of the si)ccific 
maior difficulties which have impeded implementation of tsUL. 

Ill the wake of Fedeml efforts to derciitrulizo coat ml of spciuling 
programs in favor of State management and accoiintiibihty, we hiicl 
wooful chaos in iiianv hiiman service pi-ogruiiis. Loriiiiila grants re- 
quiring proof of iiiipleiiientation of specified services o«p'i 'ap- 
portioned without adequate assistance or guide ines to enable Stiit^to 
follow throu'rh with iicceptabip ilelivery nipohanisms. llie 1<^1M^1 
progroiii is u partimliir case in point. It requires the delivpry of serv- 
ice^typicallv under s,x)iisoi-sliip of the State public health agencv. 
The services are to be directed toward a sijecified population— usually 
identified through the State welfaiv iigciicy. Finally, the services are 
to bo reimbursed with Federal iiioiieys and iiiatchiiig funds which are 
generally fimueled through the State fiscal offices. That siicli lui ar- 
nincement should pmve (Ivsfiiiictioiial is not sun)risiiig. lliat the 
reirional HEW office.^ should Ik., forced to engage in costly hoiiS4« to 
house survev.s to detennine whether or not services arc being delivered 
rather tliuirconductiiig admiiii.strative iiiidits is iilso not surprising. 

In .Taniiar\- 1975 the Coiniitroller General issued a i-eport to Mie 
Congress conceriiing improveniciits needed to speed iiiiplciiieiitatioii 
of EPSDT." Among the general prolileins identified m Uie report 
were : 

Inadequate outreach techuiqiies: 
I^ck of utilization of allied health ])n>fpssioiials : 
Inadequate procediiivs for i)criodic updating of screens: and 
Inadequate follow-ii]) iiicchaiiisms. 

The Federal policy of giving the States a free hand in administering 
EPSDT has piwliiccd not one program hut r.O tlifferciit progniiiis r ii- 
fortiinatelv. most of these programs share at least two ivgrettable 
characteristics. First, many States, in an effort to reduce costs, liave 
subscribed to the philnsojiliv that reciuiriiig fivqueiit rccertihcation for 
eli.ribilitv will ivducp utilization of servi<-es. Thus, costs an- coiitroMed 
by reducing services— a philosophy of quest ional)lc propriety. Uie 
neirative consequences in terms of availabiliry. arcessibility. and con- 
tinuity of care within the EPSDT jirogram for each participating 
childare obvious. I submit that, at a miniiuuiu. eiicli child should be 
guaranteed contiiiiiitv of care through a single screening, diagnosis, 
and treatment sequence. Failiireto diagnose a condition after screening 
and failure to treat after diagnosis In-caiise of shifting eligibility statius 
is medically and i-tliically intolerable. . 

The second area of similarity aiuoug the i)rogranis is the general 
failure on the part of State ageiicies to utilize coiiipetciit aiva ivsoiirces 
to implement the program. JnMl tlieiv is a triMid t<>i^J}':'| ♦|J%•'''^7."P■ 
ment of separate freestanding clinics to carry out EPSDT functioiis 
which could easily l)e incorporated by existing facilities. In pursuit 
of the pork barrel, some State agencies have gone to truly iiicmlible 
lengths to avoid contracting for services from existing resoiirr;es. hx- 
ainples include requiring that all screening lx« conducted at designated 

>«Impt«r.-n,K.t. Needed To Sp*^ Implementation of M»dlc.ld-^ 
.Srreenin" DI.RnonU. and Treatment Comvttolln O^nn^^^^ watea. 

DHEW. Sorlal and Rehabilitation .Ser»lce. WaahlnRtcn. D C. January J. iinn- 
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State-operated clinics, failure to utilize other federally s])Oiisored serv- 
ices such as children and youth projects, and faihirc to establish for- 
mal fee-for-servic© protocols that would enable the private sector to 
-renderneeded dia^^niostic and ti-eatinent services. 

The net effect oiF these ]>olicies has been longer waiting lists for diag- 
nostic and treatment services from "ai)proved" providers. With 
luck— the misoning goes— eligibilty will nin out fxjfore the Hiikl 
reaches the top of tho list. It is essential that thesi*. i)foblenis bt» a<l- 
dressed and remedial action taken. It is essential that States be made 
accountable for children in need of care. 
I therefore submit to the subcommittee the following observations: 
It is imperative that States be required to assign responsibility for 
conducting the KPSDT i)rograni to a single State agency or depart- 
ment, and strmgent nenulties which do not impinge on hnmaii .services 
should be enfoived for thos(? States which fail to comply. 
Tho State ngt»ncy or department should ho in direct ri»cei])t of Fed- 
-:,eral funding for the ])i-ogram. .snbjert to regional administrative i-e- 
viewj and have access to adequate technical assistance from the Federal 
Government tlironghont implementation of the ])rograni. 

Accountability for S4»rvice deliverv is not incompntihle with the con- 
cept of Stage-managed jirogranis. In additi(m. States should be i-e- 
qiiired to provide adequate assurances that those indeed are actually 
being served and that continuity is nuiintained throughout thescreen- 
mg, diagnosis, and tmituu»nt ])rocess. 

Federal guidelines should require that States make adequate use of 
existing health care resources. 

Adequate Federal regional staff should ]ye n.ssigned to i)rovide 
proper monitoring of State programs. 

We at Childmrs H()si)itMl National AFedical Center, in i'ecogniti(m 
of lx)th the i)Otentinl and shortcomings of the EPSDT ])n)gnrin, are 
currently in active pni-suit of jmvate funding to establish a collalioia- 
tive service integration i)i()ject (CSIP). This juoject will seek to 
develo]) ways of cojiing with the identified i)n>l)lenis associated with 
the (jelivery of KPSDT services and to innxiinizc the utilization of 
existing eonuuunity iv.soiirce.s. 

Planniuir for the CSIP 1ms l)een a cooi)erjitive effort lu'tween the 
haspitiil, the District of Columhin r)ei)ai-tment of Hmmin Resoui-ces, 
and other public and private purveyoi-s of cai-e. This effort is evidence 
of fhe conceni we at the local level and in the i)rivate sector feel for 
children such as these before you today. 

In sunnnary, we have briefly reviewed some of the pressing social, 
economic, and administrative aspivts of child health care, in general, 
and the EPSDT proirnini, in particular. It is essential, however, that 
we do not allow the individual child to Iwvoine ohscuivd in a maze of 
percentages, conditions, categories, and criteria. 

In oitler that we might, for the moment, consider the individnal and 
peirsonal conseciuences of inadequate healMi i)rotection, I have brought 
with me todav three children whose lives have lK»en drasticallv altered 
and whose potential for contributing to the growth of society has lieen 
incalculablv impaired. Each of these children could have Iwen spared 
his or her handicapping condition throngh early detection and rapid 
and full treatment. As we consider each child in'tui n, let us remember 
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that wo posstvss the terlinolo«ry to Imvo uvoi(Io<l (lioso dovtistiiriii^ 
coiiseqiHMioos. 

I«\V()iilcl like to iiirrotliice Iiviie Driwr. On my rijrlit, .NFi-s. Drivor 
and li^Mlun^lit(M% .Judy, who Inisa vory sorions chronic nMml disiil)ility 
that requires renal dialysis and a kidney transplant. 

I'nfortunately, the child's (Condition has dereri()nit(^l (o the jmint 
that she was nnahle to acconii)any us today. I Iw condition is the (lim't 
result of an undetected prolonfred urinarv tract infection. 

Mi's. Patricia Vonn^r on niy left, and lier son, Kddie, who has a 
S(»rions hearin^r impairment t\u\t was .suspected hv the mother at (5 
months of a«ri* i>nt was not prof(»ssionally corrolwinited and tivat(Ml 
until much later thus leadinjr to S4»rious develonmental impairments. 

Third, .Nfi-s. Pamela Speaks and her two children, Yvette an<l F^lhi, 
wore found to In* sutferin^ from hNid i)oisoninp, and it was only de- 
tected through II routine health «sst»ssnient. 

^^r, CNniirnmn, thes'» are the ])arents, 

Thank you very much for your attention. 

Mr, OiTiNOFJi. Thank yon very nnich. Dr. Green. 

That is a very ])oifrminr amhinfornnitional statement yon hav(» pveu 
to the committee. 

B(H'au5<» of the time shortage, we only hiiv(» alK)ut 10 minntes for 
qu(»stion5ii;r. 

^^r. Scheuer, do yon Inivt* an,v (piesti4»ns ( 
yU\ ScirKi KK. No, Mr, rhairinaii. 

I appreciate the witness' statement very nni<'h. It was very 
thonphtfnl, 

Mr, (>n'iN*(;KU. ('onjrn»ssnnin Sharp ? 

Mr. Sii.vKP. Mr. Chairman. I will withhold (piestions, 

Mr, OiTivc.KK. Conjrivssnnin Santini. 

^^r. Santini. I)r, (ii-een, do yon have an specific reconnnen(hiti(ms 
within the bmad s<'0])e of yonr excellently consideivd and «Malnative 
testimony? 

Dr. (lUKKN. Sir, the nnijor recommendation that I make is, fii-st of all, 
that thejv 1k» ade(|nate finnls anthori/ed and alhx'at(»d to the various 
States and stitTer penalties ai)])ly to States that fail to coni])ly with 
the f^PSDTcouiponent of the medicaid program, 

I do feel that there is a critical need from what 1 nnderstand of 
further nmnitorin^r staff in HKW iv^ionai offii'es to nmke snre that 
this proirnim is fnnctionin/r etfectively. 

Mr, S.WTiNi, In yonr jndpnent, ri^rht now we have the lejral nui- 
chinery and authorixation to do the job if we ]>rovide the funding' 
and oversight to implennMit it ? 

Dr. Ciin-'.KN, I l)^lieve so. sir. .Vs lon<r as then* is a real <'onnnitinent 
to do the jol), 

Mr. San'ttni. Thank yon very nmcli, Dr, Green. 

Yon hav(» done a sn])erl) joh, 

Mr. (>itin(;kr, Mr, Sepd has a qne.stion. 

Mr, Sw;au Dr, Green, in your statenuMit von say that I out of every 
10 children is snfTerin^r from comnmnication disorders, particnlarly 
hearinir. Could yon descnlx* the kind of conse(inenc(»s that sometimes 
conr^e from undetected hearing disorders and the differenn* it makes 
from an early si'i-eeninjr to one hiter on i 
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Dr, Greex. Yos,sir ; I will be ^lad to. 

An undetected hearing problem may delay normal language de- 
velopment as \vr:ll as eventually lead to a perceptual disorder that 
will reflect itself in the cliilds capacity to work in s<»liOol. Once they 
. are labeled ^'dull'' or **EMli'' (educal3lv nieutally retarded) on the 
basis of a perceptual deficit, whieli is all too cominou, 1)0 percent of 
children so labeled and put in so-called slow learning classes are 
doomed tostay in such classes. 

I think that when perceptual deficits are not recognized early on, 
not only the hearing but the visually unpaired as well as those suffer- 
ing moderate or mild brain damage, it impacts negatively on their 
capacity to take full advantage of the educational system to prepare 
them for a productive role as an adult. 

Air. Sf.gau In following through on that point, you noted that there 
were about 11 million children last year our of an eligible popnlation of 
13 million eligibles nnder KPSDT who had noi Ixhmi screened. 

Would it be a fair statement to say approximately 1 out of every 10 
•of those would suffer some kind of auditory hearing deficiency when 
screened? 

Dr. Grren. They will jKM-haps snffer some form of perceptual 
deficit, whether it is auditory, visual, or central nervons system. 

To say exactly anditory won Id not be, I am sure, (piitc accurate, 

Afr. J^KGAL. It" wouhl l)e a fair couclnsiou to draw that it may very 
well be 1 million children who would have one of these deficits that 
could be treated earlier if screened appropriately under this prf)gram? 

Dr. Green. Absolntely. 

Finally, in response to Mr. Santini's question regarding further 
legislative initiatives, there must be .strengthening also of the ont- 
reach programs of JCPSDT to make sure all the children who are 
eligible to participate are really brought into the system. 

MiV Ottinoku. Sir. A\'uuder. (lo yon have any questions ? 

Mr. WtTNDKR. I have one qnestiou. 

Dr. Green, what, in your opinion, woidd c(mstitute an effective out- 
reach program ? 

Yon incTicated the need for one in yonr statement. 

Dr. Green. I feel an effective outreach ])rogram is one in which 
individuals from the neighborhood in which the health facility is 
located are trained to go into the commuuitv to identify children at 
ri.sk and bring them into the health system, ftuch conmmnitv visiting 
may also be carried ont by commmiity health workers, physicians* 
assistants, nurse prar-titiorlers, visiting nurses, social workers, and 
other allied health professionals. ^ 

In essence, a stnictured method of going out. identifying and hruig- 
ing children into the health system. 

Mr. WrxDER. Thank yon. Mr. Chairman. 

Mr. Santini. Mr. Chairman. I would like to have these children 
present<»d. 

Mr. OrriNOER. I was goine to do that, mysel f. i • u 

Were the problems of the families l)efore von flicked up in the 
screening process under this program or were they picked up or iden- 
tified in some other way ? 

Dr. Green. Could I ask my parents to respond to that ? 
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Mrs. Spoaks; woulil yoiMvsporitl to tlio (jiiestion of how your cliil- 
clnMi wore idcMitifiod as liavin«r l<*a(l i>oisoniii<r ^ 

Mrs. SrKAK.*^. 71 ev wt»n» idtMitiliod wlioii I took t Ihmii to tlio rliiiic for 
lead poi.soiiin^. ix ^ ansi* tli(»y always took sifk and tlu»y could hardly 
hoarariything fhaid. 

Mr, OTiiNtSKa, How did yoii find out that it was load ])()isouinf; that 
wns thoir prohhMu ? 

.Vfrs. .Spf:.\ks. At llu* (liildreu's IIos])ital cliuir. 

Mr. Otvishvm, \y\\:\* about thootluM* ])anMits who an* lu»n»? 

.Vfrs. YouNo. .\ry son was uion» or l(»ss scrccMKMl thron«rh mo at homo. 

Duo ro tho fact that I had had ono nonnal child. I conld toll that 
this cliihJ was not normal in that ho did no^t nvspond to mo as childron 
do, babios do. It was thronjrh my wat(diinfr »nd lookin«r and sooinjr that 
bo did not d(»voh)p normally as far as his ros])ons<» to mo. 

It was thon thai 1 d(»ci<lod t(» point this out to his jUMliatrioian who 
tlion flion^ht that perhaps tiioro wiis ii hoarinjr 1<ks. This is bow it all 
ramea})ont, 

\rr. OiTiN'fiKit. AVon» yon awaro that thoro was a .soroonin«r proorram? 
^fi-s. Vorvcj. Xo. 

Fii-st of all. neither <leafnes.s nor any of the.si* problems over entered 
niy mind at all cxrejit for tlu^ fact that I knc»w that there was sonio- 
thin^r wroufT. 

I was not awaro of any screenin<r that couhl have Ikmmi dcaio on him 
sooner. 

Mv. OrriNdKH, Mis. Driyer. 

^ifrs. DiiivK.it. My dau^diter h:is :i renal l)roI)lem. When bor problem 
(i<'cnrn'd. she wa.s' about 5 y(»ars old, and I carried bor to the clinic 
ropilarly. They siiid too u»uch protein. This private doctor told mo 
it (deared np. 

Two yo^u-s ixvto, I carried her to the has])ital. They told me her 
kidneys' were abnost completely »rono. AVc tried to ])u( her on tho 
machine. It dicbi't work, Thon they said they had to fbish her kidneys. 
Sho wa,s almost on the critical list. 

Th(»n, finally, alH)nt >i couple months after that thov put bor on 
medicine and a diet, a real e.xpensive diet, and medicine. They bronjrht 
her hack into the hospital. Tbey put a shot in her arm, ivmoved her 
kidneys. 

She ha.s had a renal problem sin<'e the djiy .she was yeai*s old, 
Tf she had stayed in the clinic, i)rol)ahly she woiddn't have the ])roh- 
U»m now. . 

^rr. (hTiNOKK. The doctor said that if this had Ihhmi identihod 
earlier you wouldn't have hnd to have the tran.splant^ 

Mrs. Dkivku. r don't know whether sho would have liad to have the 
transpbint but she conld have Immmi treated with the diet. 

Now. if she bad been in the (dinic, where she conld ixn to the dime 
remdarly with her problem, when she (ii-st staited bavinjr the prob- 
lonu thoii they would have known; I really iMdieve tlioy would have 
known, t hat .'^jie had a kidney disoafie, 

XolKxly can tell me that kidney di.soas<» liap|K»ns overnI^rht. and you 
to the doctor and they tell you don't have any kidneys: they are 
already <rone. T will never lKdi(We that, 

Mr.'(>rri\(;KK, T want to tbank yon all ven- mucl- for l)oiii^' with 
us. T wish we could spend nion»timeat it. 



17 



13 

Thwxkyou very iniicli for being with us. 
Mr. Saxtixi. Could I ask one quick quost ion ? 

How simple n screening? process would it have boon to have detected 
the paiticulnr ailment of these children beforehand and what are the 
— cost-factors involved? 

Dr. Green. The cost factor for cliex»king urine would lx» roughly 
35 to40 cents a visit. The problem is continuity. 

I think what we have here is the need for continuity, ongoin*? eval- 
uation, i-ather than this haphazard episodic kind of care, and this 
iswhatEPSDTistodo. 

The sciwning for hearing test can be done by audiometry for a very 
small amount of money once tliei*e is an audiometer available. 

Screening for lead poisoning costs rouglily in a private laboratory 
about $8 per scnn^n. It can be done now in tlie Depailnient of ITuniali 
Resources here in the District, free of charge, to any parent, regard 
less of socioeconomic status. 

So, the cost of screening is niininial. It is the after effects. 

Mw Ottixoer. I'luink you. 

Next we will hear from Mr. and Mi-s. John Maguire of Yeadon, 

STATEMENT OF MR. AND MRS. JOHN MAGUIRE, YEADON, PA., AC- 
COMPANIED BY MICHAEL T. McDONNELL, JR., AND DENNIS 
HAGERTY, COUNSEL 

Mr. McDoNNKLL. My name is Michael McDonnell. I am attorney for 
tlie Maguires in a civil nnittcr out of which this arasc. 
I would like to introduce to you my clients. 

Tins is Ann Maguire, sitting to my ininiediate. right: John Maguire, 
her liusband. and the father of Christine and Christine is sitting to 
the ripht with the blond hair. 

This is Dennis Hagerty, who is also an attorney, who will intrmluco 
himself. 

Mr. Haokutv. Mr. Chairman and nieml)ei's of the subconnnittee, I 
am Dennis Hagerty. also for the Maguires. a Inwyer in Philadelphia, 
member of the Xational Advisory Council and consultant to the Pi^es- 
ident's Council on Mental Retardation. 

Mr. Ottixokr. AVe are very pleased to have yon here. 

Wo also would appreciate it if you could submit your statement for 
the record [see p. lf>| and iust describe to us infonnally the Infonna- 
tion that you have for us if yon would like. 

Go ahead. 

Mrs. Maouirk. Right ITonorable Representatives of the Congress 
of the United States, members and .staff of the Subcommittee on Over- 
sight and In vest igiit ions of the Committee on Interstate and Foreign 
Commerce, distinguished guests : 

My name is Ann Maguire (nee DiDonato). I was born February 
24, 1*938. T am 37 years old. T graduated from liiirh school in 10^.5 from 
the West Catholic Girls High School in Philadelphia, Pa. 

Throughout my school years. T was an abovc-avemge student. I have 
a superior IQ. T have passed civil .sc^rvicc tests for secretarial positions 
and worked in that position with the Insi)ef»tor of Naval Material in 
the city of Philadelphia. 
OO-fiOO o— 75 2 
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My parents are both living, and iiiy father's name is William Di- 
Doiiato and niy mother's is Anna DiDonato (nee Pollitt). Both 
my parents were born in the United States and are citizens of the 
United States, attended school and were raised in the city of 
..Philadelphia. . . - 

Mv father retired from Gulf Oil in Philadelphia in 197JJ. My mother 
had been and continues to be a housewife. They are both in good health 
and fully f unctionah 

I am one of two children, with a sister named Joan Ference, 41, bom 
Februarys, 1934. She is similarly in good health. 

My husband, John Maguii-e, is employed as a steamfitter with 
Philadelphia Electric Co. and has been so employed for IG years. He 
is in excellent health, is present with me this morning, and has no 
physical disabilities known to im\ He is the son of Mary and John 
A/Magiiire, now deceased, both citizens of the United States and of tlie 
city of Philadelphia, Pa. 

He knows of no living relative of his fatlu»r, otiier than liis annt 
wlio is in good health and alive. His mother's family, of whom there 
are one sister and five brothei*s, are all well. 

On December 29, 1Q5G, I nuirried my husband in St. r>awrence's 
Church, Upper Darby, Pa. We took up residence together witli my 
parents at my home in upper Darby, Pa. 

My first son was dnc 10 montlis after my nuirriago and was dehvei-ed 
at theconmnmity liospital for tlie I'pper 'Darby area, tliat is, Delaware 
County Memorinl Hospital. I was a fee-paying patient of a doctor 
wliose specialty was limited to obstetrics, one Dr. E. Earl Tront, with 
offices in Springfield, Delaware County, l^a. , 

I had all the approved prenatal nn-e and pre.stn iptions winch were 
then nsed. T followed my doctor's recommendation in regard to diet. 
T do not know of any failiiiv on my part to follow a good nr(Miatal 
regime and believe tliat I did all that was suggested by the i)hysi( laii 
for my own well-being and that of my baby. 

John was full term and in obvious good health at the time of deln^ry. 
He was attractive and 8 poHud.s, 8 ounces. .Tohu is a victim of 1 KU. 
John is now 18 years old and a full and complete life is totally denied 
to him because of the retardation as a direct result of the PKU disease. 

John's rare wjus nndertaken by Dr. Charles McCutclien a general 
practitioner, nud I followed all i-ecommendations made by Inm to the 
letter with i-egard to every asF)ect of infant care. 

At the time of John's birth, we livod at my pareuts' home. luv hns- 
haud then being in the servirc T thus had present my mother, who had 
cared for totli myself and my sister and was fMiiiiliar with the care 
of n healthy child, having oared for both mys(df and iny sister. 

It was apparent to hor and to myself that John was not making prog- 
ress physically but was. in fact, having what appeared to he con- 
siderable physical difficulty for a newlwrn. 

Just to recite a few observable |)roblems and not so as ^o^x^jy^^ 
others, T was. at all times, aware and made aware by my mother that 
there was a peculiar odor on John's diaper at changing. 

This observation was. to my knowlodge. a < omiuon one b> aii>one 
who (lurinTthat period, came to change this child, winch inc nded mv 
iSan^^^^^ father, and my sister, who lived m the neighhorliood 
and was fi*equently there. 
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I also observed a rasli wliicli 1 had little success in controlling, no 
matter what was used. 

Jolui, being the .first born, was watdied by the many adults in our 
^.home and strongly, encouraged. to do such things as walking, stand- 
ing, and any other behavior that would indicate his reaching devel- 
opmental milestones. 

However^ he would pass the time period for reaching such mile- 
stones and invariably be much, mncli later in reaching tliem than was 
expected of him because of his size iind general appearance, which 
continued to be and is to tliis date, physically attractive. 

iMr. San hni. What is PKU ? 

Mrs. Maouikk. Plienylketonnria. 

Mr. Santini. For the ordinary lawyer, what does tliat mean ? 
Wliat lijippens pln'sically { 

Mr. Ma(juikk, Plienylketonnria is an inherited digestive disorder 
in which the body lacks a chemical necessary to convert one animo 
acid — chemical — phenylalanine; to another amino acid ; tyrosine. Due 
to the inability to change the phenylalanine into the next chemical, 
tyrosine, the bod^^ acciimnlates an excessive amount of phenylalanine. 
I'his acid builds up in the hlood and leads to destruction of certain 
brain tissue. 

PKU is the abbreviation for phenvlketonnria. This is the disease, 
itself. 

Mr. Sharp. Could that he discovered bv a simple test after the 
birth? 

Mr. McDonnell. Yes ; a Heal test. 

Mi's. Maouire. John's developmental milestones were all very, very 
late. He walked, sat, talked, and ate long after what should have been 
the time for him to do these things. 

I was. of coui'se, conscious of thes(» Iwciiuse 1 had girl friends of 
my age having babies of theii* own who would bring their babies around 
an\l they could do more than my John could do even though they 
were younger. 

I contimied regular visitations to Dr. McCutche-on and ex])lained 
to him throughout this time my observations which are not limited 
to those mentioned above. 

of course, could recite numerous other observations which were 
equally and timely reported to the physician. 

John, in addition to being "cared for" by Dr. Mcrutclieon, was 
only 1 mouth old when ho was returned to Delaware County Memo- 
rial Hospital because of difficulty with his bowel movements. At that 
time, all the manifestations of' PKU di.sease were plainly visible, 
together with the bowel complication, which is also a symptom of 
the disease. 

Despite all those careful efforts throughout his childhood into his 
pubertal period and through and into adolescence, the disease went 
undetected by his treating physicians, who. at age 2. became a gen- 
eral practitioner bv the nanie of Dr. James Dunn. 

At age 4. he wiis hospitalized for a hernia at Delaware County 
Memorial Hospital. At age 5, he was hospitalize<l for tonsils at the 
same hospital. At all times, both by history and by appearance, being 
blond fair and blue eved. he was a victim of the disease known 
as PKU. 
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His cure con ti lined in tlio [)rofcssionsil responsibility of Dr. Dunn 
tliroii^Hi jind into lOOT wIkmi, nt tlio birth of liis sister, tla» cure wns 
tninsferrctl to ii gentleninn wlio liold liinisi»lf ont as n pediatrician. 
This <rii»tl email s nnnie is Jolin l^oniber^er. 

Ho; too, was u nieniU^r of tlie statl' of Dela'A'are County Memorial 
Hospital. 

John wjis never dia^znosod at all on the basis of his own symptoms. 
In fact, ho would have ^one undia^rnosed [)erhaps forever, wci*e it 
not for the dia^ruosis nuide by a Dr. Eleanor fiordon at Kencrest 
of his brother, William. 

From infancy through childhood tlirou^li adolesconce and into 
youn^ manhood, this dis(»aso wa.'^ midia^jnosed. 

Mr. Ottixcjkk. Mi*s. Ma^uire. becaiise of ojir time limitations, I 
think wo woidd nst» the time better if we ronld have your statement 
in the record. 

If you conld sunuiiari/.e the })roblenKS yon had and iise the little 
time fov exclniu^e. I tbink it would be better than <roiu;jr throup:h the 
statement. Otherwise, all tbe time will be used in readin^r the state- 
ment. We do have that and it will be made a part of the record. 

T wondered if yon coidd tell us in just ti few words about the ])rob- 
lems that your other children did experience. Then we would have an 
opportunity to havesonu? (jnestions from the committee. 

Mrs. Ma(;uikk. William is now 16 yeai-s old. He is severely retarded. 
He IS in Sprin«r City, in the Pennhu'rst State School and Hospital for 
the Mentally Retnrded. 

Mr. Ottincikk. Ho has the same problem with PKI * ^ 

Mi-s. M.uiriKK. Christine has tlie sairie problem. She was born in lOfiT. 
She was tested for PKT at the Delaware County Hospital but it was 
not picked up. She is now in tbe si)ecial eduratiou classes and does 
have brain damage. 

I 'I'estiinony r(»sinue.s on p. i2n.| 

[Mi's. Ma^Miire's prepared statement follows:] 

St.mkmk.nt ok >rKS. John M.^guikk. Ykapon. 1»a. 

My imnii* in Ann .Maj;uiri» (iHt» l)iI»oiiati>l. I <vns honi Ki»brnjir>- -M. IJ)3R. 1 :iin 
37 yenrs old. I jrraduatcd XUkU ScJinnl in |!>n.'» from rlie Wvst CathoU** Girl.»« in;:li 
Scliool in rtiila<tfti>tiiii. I»a. Thrnujrhoni iny .srliool yi»nr.»« I \va.»« an ahove-avernp' 
sfnUenr. I linve a .superior IQ. I liavt* pas.*«i»<l imvII .s^rvin* ti^ta for .secretarial 
posifion.s ami worked in Ihnt iM).sition willi tlu* In.s|HH-tor nf Naval Material 
in tlie rify of I'liiliMlelptiin. 

My imri*nt.s an- both \\\U\ii aud uiy fatlier's nnmi* Is WlUlatu DlDonuto 
and niy inotlierV is Anna DiDonato (iuh* Polliff ). linfii niy parents wpn* haru ia 
the T^niled Sfntiv and ari» rifizens of tin* t'nifed .Sfjites. iitt<*n(li*d .school »nd wore 
rai.sed in llic dry of nUindolphia. My fatlu»r n»rired fmni (;idf «)il in IMiiladel- 
pliln in 1J)73. My uioflifr luid het'ii and ooutintn»s to 1m» a Iion.<»»u-!fe. Tliey aro liorli 
in ?r>od lirnlrti and fidly functional. 
' I am one of two I'liildnMi. witli a sister nittaed .To-m Ft»ro!H'f. 41. l>orn Fi'lirn- 
ary 3. 1031. She is sindlarly in j;ood Ih-alfli. 

My hu.sl)nnd John Maj;nire i.s oni|)loyfd :is n sl*»ani titter with IMdh-dalphla 
Elwtric Company ntnt has ln-i»u .so *»mploy4Ml for IIS yi'ar.s. Ih» is in i-xiM-lloni 
health, is pre.sent with m«' this laorninj; and has no pliysloal di.snhllilles known 
fo lae. IIo Is the son «>f Mary and .Tohn A. Ma^niir*'. now defeased, hoih eltl/.ens 
of the TTnifwl States and of tlie City of ridlndelphia. l»a. 

Me knows of no living; relative of his father, other than Ids AuiU who Is in i^tunl 
health and alive. His nn>tli(*r's family, of whom rhero are one si.ster and four 
brothers, are nil well. 
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On December 20. 1U50. I murried luy huslmnd in St. Lawrence's Church. Upper 
Darby, Pn. We took up residence^ together with ni.v parents nt tny lionie in Ijjper 
Darby, Pa. My first son was Une ten niontlis after my marriage and was de- 
livered at the community hospital for the Upi>er Darby area. i.e. Delaware 
County Memorial Hospital. I was a fee paying patient of a doctor's who.so 
* specialty Was liniitWl to obstetrics, one Dr. K. Earl Trout, with offices in Spring- 
fleld. Delaware Comity. Pa. 1 had all the approved prenatal care and pres^criptions 
which were then used. I followed my doctor's rec*onnnendatiou in reganl to diet. 
I do not know of any failure on niy part to follow a good prenatal regime and 
believe that I did all that was suggesteil by the phy.sician for my own wellheing 
and that of my baby. 

John was full term and in obvious good health at the time of delivery. lie wan 
attractive and S Ihs., 8 oz. .Tohn is a victim of VKV. John is now IS years old 
and a full and complete life is totally denied to him because of the retardati(»n 
as a direct result of the PKU disease. John's care was undertaken by Dr. 
Charles McCutchen. a general practitioner and I followed all recommendations 
made by him to the letter with regard to every aspect of infant care. 

At the time of Jobn's birthTwe lived at my luirents' home, my husband then 
being in the service. I thus had present my mother. wIk) cared for both myself 
and my sister and was familiar with the care of a healthy child, having cared 
for both myself and my sister. It was apparent to her and to uiy.self that John 
was not making progress physically, but was. in fact, having what api>eared to 
be considerable physical difficulty for a newboni. Just to recite a few obsenable 
problems and not so as to exclude others. I was. at all times, aw'arc and made 
aware by my mother that tliere was a peculiar odor on John's dia|)er at changing. 

Tills obst^rvation was. to niy knowledge, a common one by anyone who. during 
that period, came to change this child, which include<l my husband, my father, 
and my si.ster. who lived in the neighborhood and was frequently tJiere. 

I also observed a rash which I had little success in controlling, no matter 
what was used. 

John, being the firstborn, was watched by the many adults in our home and 
8trongly encouraged to do such things as walking, standing and any other be- 
havior that would indicate his reaching developmental milestones. However, he 
would pass the time period for reaching such milestones and invariably by 
much, much later in reaching them than was expected of him l>ecause of his size 
and general appearance, which continue<l to be and is to this date, physically 
attnictlve. John's developmental milestone were all very, very late. He walked, 
sat. talked, and ate long after what .Khould have l>een the time for him to do 
these things. I was. of course, conscious of these l>eoau.<fe I had girlfriends of 
my age having babies of their own who would bring their babies around and they 
could do more than my John could do even though they were younger. 

I continued regular visitation to Dr. McCiitheon and explained to hini through- 
out this time my observations which are not limited to those mentioned almve. 
r. of course, could recite numerous other observations which were equally and 
timely reported to the physician. 

John, In addition to being "cared for" by Dr. McCutheon, was only one month 
old when he was returned to Delaware County Memorial Hospital l>ecnuse of 
difficulty with his bow'el movement.s. At that time, all the manifestations of PKT: 
disease were plainly visible, together with the bowel complication, which is also 
a sympton of the disease. 

Despite all these careful efforts throughout his childhood Into his pn)>ertal 
period and through and Into adolescence, the di.sease went undetected by his 
treating physicians who, at age 2. became a general practitioner l»y the name of 
Dr. James Dunn. At age 4. he was hospitalized for a hernia at Delaware County 
Memorial Hospital. At age n. he was hospitalized for tonsils at the same hospital. 
At all times, both by history and by appearance, being hlond. fair and hlne-eyed. 
he was a victim of the disease known as PKU. 

His care continued In the professional responsibility of Dr. Dunn through and 
Into 1967 when, at the birth of his sister, the care was tmn.sferred to a gentleman 
who held himself out as a pediatrician. This gentleman's name is John Bom- 
berger. 

He. too. was a member of the staff of Delaware County Memorial Hospital. 

.Tohn was never diagno.sed at all on the hasis of his own .symptoms. In fact, 
he would have gone undignosed perhaps forever if It were not for the result 
of a diagnosis made hy a Dr. Elea nor Gordon at Kencrest of his l)rother. William. 

Prom Infancy through childhood through adolescence and into young manhood, 
this disease was undiagnosed. 
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X!iis disease, \vhic!i is the most common inherited diseast> onusinj; retardation, 
was missed by the hosiiital, the authorities in the schools, wiin were allegedly 
iu charge of running si>eciai classes, the county who was aware of his siiiliags' 
profonnd retardation rcHiuiring connnittuent and the entire family hackground. 
inclnding John's slowness and pincenieut in retarded i>rogniius. 

The effect. <»f the degree of retardation in John has destroyed nor just his 
prospect for a normal life, but also for the opportunity to engage in life, liberty 
and the pursuit of happiness. 

Perhaps the greatest bwnlen John has had to carry throughout the y«'ars is 
his norum! appearance. This ai)peurs to lie contradictory. However, it must he 
recalled tliat there is no notice to anyone dealing witli John as of Jds sUJwness, 
In fact, he is inordinantly attractive. Thus, the expectatifin levei of the persons 
dealing wit!i him Is set at the level of his appearance to them whi«'h signifies 
to them nonnal, at lea.st average, behavior. Thus, John, throughout hi.s school 
years, has had the crushing hnnlen of dealing with his i)eers who exi)oct him 
to })(' ahle t(» do the things that th(>y do. adults and t(*achers with the same 
exi)ecta tions. and a future of similar expectations from employers. 

There is no doubt that the almost continuous failure at J«>hu to reach the ex- 
pwtation that people put into his appearance has Ikhju, perhap.s, tlie nu>st invidi- 
ous injury of Jill. He is slow academically, athletically, socially and eeonondcally. 
His horizons for social completion, i.e. dating and family, are not only dindnished, 
hut virtnally eliminated in an npiK>r-middIe income, pjxHioniinantly abov<»'avenige 
intelligence people in wldch he has continually had to compete. 

His economic horizons are ecpmlly dimmed since he Is not only mentally re- 
tnrde<l, but, tt>gether with tJmt, suffers from dindnished reflexes and frequent 
inappro]>riate emotional I>eliavior. 

it is not unfair to .suggest that the responsible i»ersons have (l*»stroyed nf)t just 
,Tolin's social and e<>onouiic horizons, but also i>erhai»s the most imi>ortant hori/.on. 
I.e. his emotional adjustment and place in society. He will be constantly, ns he 
has in the past, presumed normal and an exi>ectation lev(>l develoi)ed that in no 
way John can mwt and the failure of which will he met with, as it has in the 
past, despenite injury to him and his fnndly and obvloiisly to .society as well. 

The second born child of our marriage was William, boni June 20, V.)r>U. William 
wjis, at birth, 7 lbs. 5 oz. and was born at Helaware County .Memorial HiKSjiital 
William is now l(i years old. William is profoundly retarded and a resident of 
l»enuhupst .State School^ .Spring (.'ity, IVnnsylvania. William has lu'en institution- 
nliziMl from age ami has siM*nt time at the foMowiug bK'atious: l*ry Home in 
West Sunbnry, l»a. : Kencrest, I'lioeniwille, l»a. and IVindinrsi ScImm)!. Spring 
City. Pa. William was also swmi for puriH>ses of treatment and/or evaluation and/ 
or both at the following Tennsylvauia and Xew Jersey Hospitals: n*'Inwnre 
County .Memorial Hospital; Children's Hospital of I'hiladelphia ; Rutler Memo- 
rial Hospital. Butler, l»n. ; Children's Seashore Hosiiital. Atlantic City, Xew 
J«»rs«»y. 

The doctors, as in John's case. inclnde<I my obstetrician. Pr. Tmnt : thereafter, 
the Mnw mimefl doctors, inter alia, at different times: Hrs. Dnnn, Scott. Hnker, 
Turnblacer, Bookbinder, Knd)rie, Ashbaugh, and other staff physicians of th<' 
various before-referre<l to hospitals. 

Rilly was, is and alwjiys has be<'n a classic VKX' victim in iMith clinical and 
laboratory terms. Shortly after birth, he nuiuifested an extremely, distinct decline 
of nil his physical and mental caiwicities. anwdfesting itself particularly in an 
inability to turn over or sit up until months bey(»nd Mit» iidle.<;ror:es. His bo<ly 
was covered with a rash which was totally uncontrollable. His hair was blonde, 
his diajK^r sinelled. H was apparent, esp(>cially to me. as w(dl as to my wife and 
my mother in law that the baby was not nmking progress and. in fact, was 
maturing very little in the way of goo<l n'Sponses. 

We went to the doctor to complain. We took the baby to tlie hospital fnr indi- 
cated surgery. We did everything told to ns by the medical iK»ople to attempt to 
contain the obxions decline of this child without a\-nil. We were <Titicized for our 
si)oiling the child and thereby causing some of the symptoms which we iiote<l 
and described above and wldch must have been noticeable to the attending phys- 
ician be(?nuse they would occur in his presence as well. 

T was s(» concerned with the progress that I demande<l that a referral 
be made to a physician associated with Children's Hospital of rhiladelphin so 
that I could g«»t .some «'onnrmntion of wlnit was happening to my boy. This was 
dom' and still no (me mentioned either the wonl retnnlatiou or the cause of it. 

r was at all times encourage<I to contiinie doing what I had d(»ne previously. 
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I (lid not hear the word retarded from nuy of the i>l».vslfiaris until Dr. Dunn 
finully told me, by inadvertence, that, one of the reasons why I was hnvinj: iUtW- 
culty controlling Billy was that he was, in fact, rftartlcni. A}:ain, no effort had 
bee!!, theretofore, made to my knowled};e to ascertain the reason for such 
retardation. 

Billyhs retardation was of .such level that it was iniix).s.sn)ie for mc to continue 
to care for Billy at home in any way. Thus, the County of Delaware, in I'enn- 
sylvanin, was contacted for n.ssistaiice in finding a suitai)le residenct* for Hilly 
at a private care center where his condition could be looked after. 

In fact, what occnrriHl was that he was warehoused in custodial can* in 
Western Pennsylvania at a honu» which had no physicians on its stntT. wlio.s** 
proprietor had no training whatsoever In mental retardation on a prof(>ssionnl 
and. indee<i. on any level. Despite this, the wnrelionsing continiicil for a peri«Ki 
of 7 years when it was termiimted only hecanse Billy got a critical illness which 
necessitated his iinnuHliate hospitalization. 

Billy's situation is different than .John in every a.spect in that he has never, 
at any time. lK*en able to do even the more basic tilings, sutli as clothe, feed 
or see to his own eliniinntion. Indeed, the entire time he was at the Pry Home 
he was not tniine<l in any wny and was and has continuHl to wt»ar a diaper. 

The single effect of the goverinnental ngency. who togetlier with the health 
care facility's removing Billy from both tlie Hoinc» and the iieighlM»rliood was 
tr> n.s.snre that diagnosis would not be made «if his condition and tliereby 
itnniedately advising us ns to the presence of the dtseiise In our family. This, 
of course, prevented any po.ssibility of detection of the disease and the'institii- 
tion of treatment and care of my after-born children, of which there were four 
in number. 

Billy was the genesis, however, of tlic» di.*;corery of the disease upon inimcMllute 
observation by Dr. (Gordon at Kencrest in Montgomery County. i»a. What was 
not done theretofore, was dtMie by Dr. Gordon, viz. the detwtitm of VKV. The 
instant 1 was Informed by Dr. Gordon of the possibility of a disease which, bad 
it bc»eii treated, could have been cured, as the source of the pniblem in mv tbrw 
children. I was. of course, determined tbat if it was within mv capacity, this 
wonld never happen to any parent again aiiywiiere In the worhi. 

I had three unaffected children l»etwwn Billy and Christine who sits with 
me here today. Christine, at the time of her birth, as had .T<din and Rillv. was 
a perfectly nonmil child. They were not only normal, but thev were physically 
attractive and obviously in gocxl health being of full term and weight. 

The same symptonudogy which had been ob.served by me in the two earlier 
children, i.e. .lohn and Billy, was innnediatelv obscTved bv me in Christine 

Christine was horn May 7. 19C7, at Delaware CouiUv Meinorial Hospital She 
was delivered i)y Dr. Trout who had delivered my prior children. She wis. from 
birth, placed in the care of a pediatric .^iKvialist by the name of Dr. .Tcdm 
Boinl)erger. Dr. Boniherger and the hospital were charged with compliance with 
the then-existant testing .sy.stem for the di.sc^ise known as VKV in I*enn.sylvnnia 
which i>rovide<l alternate testing method.s. Christine's original test was not done 
as required by the statute prior to her discharge from the lifjspltal at birth 
but was done as a result of a callback made by the hospital to uw wife and a 
re<piest that she be retnrnefl to thc» hospital for this spcHilfic punx'se. As reonested 
we delivemi Christine to thc» brtsi)ital for the te.st. It was done and I was of 
the impression that the test had exonerate<l Christhie from the dl.sease 

However, with the continuing decline of Christine, as had her brother John 
particularly, together with all the symptoniology. I was continiiouslv concerned 
md continuously reminding the idiysician that 1 had other children who had 
retardation iiroblems and that the appearance of this child indicated to me that 
-.she was much like her brothers who were retarded. 

However. I was not ever, at any time, made aware of the nature of PKU 
or the symptoniology and/or the hereditary nature of the disease. 

Indeed, up until the time of the discovery by Dr. Gordon, there was a totni 
lack of communication with me at all as to the po.<wible causes if anv of 
retardation in two sibling.^. 

I assure this panel that had any information been given to me ns to even 
a scintilla of i)0.ssn)iiity of heredity in the disease pattern. I would have in. 
vestigated it fully and would certainly have di.scovere<l within the fainliv Ihnt 
a maternal cousin's children were victims of PKC but had be<M» detected and 
timely treated for the disea.se. 

This gap in investigatory procedures was at every level, physician, lio.spital 
public service agency, and .social service agency. Xo one. at any time, hroacJied 
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with me the i>os.sihility that there could ho a familiar n.niieitiim with the 
rohlem my chihlren wore having and. inileojl ever ^^en sujr^estiHl ha thOTe 
was a cure for the nflliction which we. luy ehihlren and I. have now surfered. 
If any pattern is more apimrent. it is that (M.ristino will sutTer at least as 
maeh as Joha hns on the so<-ial and *»<-oao»ijr ladder 

I imve trieil to avoid this cM,ntinnin>s failure to laeet rhalleajres by eontiaaia^ 
to confine her to scIh.oIs for retarded children, hat henuise of her norinal 
brothers aad.-sisters. she is constantly confronted with and has to deal with 
problems which are l)eyond her cnpncity to s(dve. , , , , k„..« 

It is my opinion that all of my children were and are and ahyays liaNe 
been normal in every asi.ect of their lives, with the exception of this disease 

There is not anv reason for mc tr> l»elicve that tlie api)ropriate treataicnt 
at the appiopriiite time would not have left my children normal children in 

*^^The cfdldrenV parents were aiul nre totally coinniited to their personal well- 
beinu and would have folb)wed a diet to nl>solute letter. Indeed, the hrst oppor- 
tnnity that I was ever ffiven to ob.scrvo the dietary proirram was not jxiven to 
me locally, but in Dr. Guthrie's clinic in Buffalo. N.Y.. where 1 was tremendous- 
ly impressed with the total effort to both iliscover aial cure this most perniciou.q 
disease 

In conclusion, if mv ti'Stimony before tliis (%niiinittee has nuy purpase at 
all it is mv honest ho'iv that its pnrpr>S(» will be to .set \ip a eontinuinj: .screen- 
iUK and follow-ni) effort of all retardwl chihlren everywhere to di.scover the 
basis for their retardation and to oxclmle as a possible busis PKU. 

Indeed, there should he a national commitment to the similar prevention of 
this horrifying illne.^s Uv a mamlatory detection and program of follow through 
on diet which conhl anil shouhl be modeled after the program 1 had pleasure 
to witness in Buffalo. 

I am prepared now to answer any questions relating to the statement l 

have just read. . , * * 

However, I am certain this CVanmittee understands tlie pnrpos*' of iny pref- 
ace and the limitations contained therein. I will consult with my attorney in 
regard to answering nest ions platvd i>y thf Committee. 

.VlM'KNUIX A 

Oentlemen: I regret that both iny statement and my answers to (piestions 
will be limited, to some extent, in my testimony Itefon' yon this morning due 
to the existence of litigation. . 

I cannot and will not speak to any of the issues involv*Hl in the litigation. 
I will be required to consult with counsel on any question prior to answering 
it and will reserve my right to do so. , • i. 

This is done not simply in my own interest, but primarily in the interest 
of the three affected children in my honsehold wi>o have a signiticant part of 
their economic future depen<lent upon the outcome of the civil litigntlon an<l 
whase rights I cannot and will not waive. 

With those limitatijais. I will attempt to fully and completely answer your 
(piestions and trust that 1 will answer fully completely a ay questions asked 
by yon. 

^fr. Ottinhkr. \Vc timnk you very much for thi.s testimony. 
Mr. SchciKM, do yon Iiave any (piestions ? 
^^r. SciiKi'KK. Xo (jtiestions. 
^^r OrriN<;KK. Mr. Sliarp ? 

^fr. Sii.Ains Did you awy ( 'lu ist ine was tested for PKV i 

M.\(;riitK. Yes.slie wn.s. 
^fr. Sit.MtP. Was it (lis{'ov*qvd in the {\vA test ? 
Mi*s. MAoruiK. Xo. it wasn't. 

Mr. Sii.vKP. Would tlu.< .su^^^'est if you liad done tliis test ajrain 
witliin a roasonahle |)erif)d of tune vou lui^dit liave dis^'overed it tlien? 

^ri*s. MAoriKK. TIu» test came hark no^nitive. Tlioy said thero was 
no reason to test lior a^a in. 

^fr. SiiAKP. Ts the test for VKV now stanchu-d in that hospital? 
Was it not for tlic first cliild i 
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Mrs. MA(iuiRE. It was not for the first oliild. It wns for Cliristino 
Mr. Maguire. Mr. Sharp, when Christine was bom, she was 

released from tlie hospital. The liospital had found out tliat the test 

had not been done, bo, they had her come hack. 

- ^^o^^'- this test is usually done ai-ound the third or fourth dav If it is 
done on the Hi-st day. results can he ne^rative. She was out 2 davs So, 
the sixth or seventh (hiy it would l>e niore natural for it to show up 
and the test was negative. 

Mr. SiiAKi*. Thank you very nuich. 

Mr. OiTiN-oKK. Mr.'Santini. 

Mr Saxtixi. I appreciate your sharin;^' votir experience with us. 
It helps ns to form a l)etter educated jud^rinent on the practical prob- 
lems we are facni^r hpio as well as the le^rislative problem. 

Mr. Om N(iKK. Mr. Se<ral. 

Mr. Sk(;ai.. I would like to ask, with your permission, tliat there 1)0 
inserted in the record articles, one describing mass screening for ge- 
netic disease and another article describing neonatal screenino- for 
phenylketonuria, indicating that more than 10 percent of the iiffants 
with I Kl today are not screened and not being detected properlv bv 
screening; and related articles on inborn genetic screening. ' ' 

Mr. Ottixokk. Without objection, it is so ordered. 

f Testiinonv resumes on p. ;i8.] 

iThe articles referred to follow :] 
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Mass Screening tor Genetic Disease 



■ ostmT ct'Tlimit. fiMf UmvtrM\tv of Sru- 1 or*. Buffalo 

AutnmniHM. ha. Jrradv Xmrn^hx .mr ^rrrninK opability t.. ihe pni«.« h hrn- Ok- vin«. 
»pn:in»rn can br u>cd i.. drtrct a numbrr iif hrmJiiarj amirK-aotluria, m addition to 
vKi Yrt applkaJion falls far Wtimi: unly six laU.nH"rir* in the U. S, n«u do 
such ««ton»atrd n.uhiplr tirMing. HcKi"n»Ii«in»? ^^»rx c.Kild dosr this p.p - 
and invnivr pmcticallv incrrav in cm osrr thai uf scrrrninK f«r i-Kt al..nr 



It U mm •WITH* five Jfrir» »incr mat* »crrrninf "f fir«inairi 
for phro*lki*.nurii'bnr3n»r twiUnr thn>u|ch.Kii Ihr Uniinl 
Stolr*. TV irsti hi»r br«i niadr lr|tmll> raandat..r) in 4.1 
%taxn and «rr carrwd *«luniariljr in the .Khi-r »r*rn. 
Ihrrrb* co»frinK an ntin»inl iM)", of ihe 3 S mi»i"n in 
f>nl» bnrn »nnu»Jly in lhi« |.«nir>; »»in««r mrisurr> "rr 
ur4rr «>> in at traM 15 *"h«-r nali.m» All lold. iW 
<f rertiinic P'*'K™«n* »<W "P f*^^'V^ "^»" •■«icti»lvr 
r»m:i^ in prr^fntive nwdkiiw »irKr thr devHopniwi of 
polio vaccine. 

Gi*«i a puhlic li»-a»ih rlf.»rt ..f ihi» maitnitudi-. a rrvir* 
,Jf thr irsuli* ».iuU br appn'priair in an* cav. But >uch 
a rr*ir» %rrn.» Mprtiallv ilr^iraUr no». m itw li«ht of 
v«mr currrnt rffort* lo Jiwonlinur «:trrtiing i>rugnm 
undrr the gui^r of a ttiiv:oiKri«rd "rc<»nomj " In fa«l. «■ 
I shall drttv.n«!ra!r. vrrrflinic ha* pn.*rtl iisrlf not 
mrrH* » nwdital hot alio an rcwviroic ^utcn*. fiipind 
tn ih^ n«>st hard wnrtl b«d({rtar> Irrtn*; thr .nince of 
pr-»r . tiiin that ovr* an r«prn»i»r P-und of amrll-ifaiinn. 
It is alvt. Its »r atr Iraminjr. a pn.mtypr of i.thrr ma« 
scrrrninir pt"nnitii« thai tan |»a« ni..rr modrsi. b«l i»o 
lrs« rruJ. m-slicaJ and rt.mitmH diviilrnd* in thr pfr\*mtH.n 
nf Krnrtif di^rasr. 

TV first trst for rKi *a». .>f t-Mirsr. Um- »rll knu^tl 
"Wur diaiw' trst. »t>i<h drpmd* on thr rractiim hrt»*pm 
frrrk thUridr and thr |rf,rnylp> vie afid In thr iirinr of 
sn affrctrd infant. With thr aid of tliU pn^rdiirr. a num- 
Jjrr ^ t asrt of I- i \*rrr drtrrtrd. Thrsr «*rrr trratrd by 
nvrank of a lo« |Jirn>lalaninr dirt, «ktlh rrsultv that wm 
vmH-what «iui»,Kal but MH«»uni|t»n* Howrvrr. ihi« trst 
«ka« un«uuab)r >n many »aj». First, it usually Ravr posi- 
tive. rrsult« at brst nn rariirr than aU>ui a ttK.nth aftrr 
birth, owinn t.t thr dHay in ri*** of srrum IrvrJs «f phr- 
nvlaJaninr to thr {mini whrrr Its mrtabolk product would 
sh.i» up in thr urinr; thu» thrr** »ka» rrav.n to ui«prct thai 
by dw timr trratnirnl cmld br initiatrd thr infant minht 
airradv havr suffrrrd v.nir dnfrrr /if irrrvrrsiUr brain 
damaKr. *rhrn, it« »ucfrs» a- a "law vrrrninn drvyr dr 
pnidrd hranlv «n »hr c""prrjtKMi .if untrainrd or mrt 
prrimcrd individuaU - Darrnt«. puWic hrallh nurws. rtc. 



- who MiHild ha»r .«ly dir most urtwral f*«.ti.in of what 
in |,«* for. «in(r dirir ihamr. «f ^'"'"K ■w>d»rr 
ca>r «rf dlls rarr condition wrir mi»"tr. 

In Uw latr \9iO\. m\ a»«-Kialr» "nd I wrre »krd to 
run tr»t» on scrum phrnylalaoinr IrvrU to monitor thr 
dictarr trralnwit of t«o tfct palirnt* Ui»«attsSrd widi 
rtiuioK procrdurr*. »bich werr cumbrrsomr and cosdy. 
wr drvWd die bactrrial inhibition lr*t. which K o«d»rr. 

ThU procrdurr employs culiurrs «f B^u» »uhtUu in 
an agar medium. NormaUy. this organism b capaWe «f 




AMJifd «wmw« fo, rKV mut other mhom mttMholie dm^ 
rt«f«, fcrjpo. «M Ifcr H W «*«»d -wpirt hie 

i^M MhiH^. m * »rtrol ThM*Jm, aM^loftJT mmtird ml 
iiHk Sl4lr Kfnhh iUfmrtm^ t m fl«ff«In 

K««f>ttst PrMOrrytiM l«7t 93 
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Nffwtioni Screauag Tem^ for Inherited Abnormaittin 
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latter seal'-; a niinimuni of .J5.tHH) 
hirili* 3 *rar Thi»i.in.iuul«-» a jwiwrr. 
ful .iii(tiiiwni fnr rrtti>»n«luali«»li '*( 
MrmiinK |iii>i:rain»: ^iirn iIm- oalulttt 
.if !r»!* luvnl i.n lifird bi.n^i -I*. I*. 
Mtiith rail I*- niatlrd in i-i ihr ii-oin^ 
cmirr. ih'-tr i"» n.i )p«"d ir4*t»n t»h> 
;in* h.i*li''a' »• n«^r»»ar* 

l» vair^ on ii\ on n. nttiall M'^Ir. 
v*rrninK pn»C'Tiii ni*" »«^tr'a1t/»^i. 
...u.-'liJairti prnitram* al-p »»"^»r*-. 
jiiiaiilaKt^ fnMt» thr »ijnil|»in>i "f 
itaff tti..ialr .\ |iii.srji»i i-.trriitK ..nU 

a frw t!»"JO>»d Ilirlh* J>rr »rjr ,M.t1 
rj»ili tun f.'t »rirrl1 trjr, nllh.Hji 
iniiiinK up a »iiiit!r intr t i»r r'f r fc i . 
v> iSjI th- |»'i~<njirl )t;«.'l»r»l ni.i* 

j.iJiJTr lh«- frrlillit t'l''* ■'»' ••"C3K-U 

in a j».pinil'-»» r*--.! ix- Wh^u ihr 
V rr'rninK '"J'l frj^fir* tSr J.-»rl ..f 
»rl !>>()..» ||V<i.'>><» jwl »r tl, U.iHrtrr. 

thr- --^jvii.iMr Ti.it»it»rr 'if ta-M-. v»'II 

J,r '•^uirn.r tlljf ihr |in. 

l„f.. fi.M..Mn 

It M uliJ »>» nii.l- .lilniJ.h"*'-, rr. I.. 

l.Vrh »,.tK n.jrl-tll» l, t»rTr,!b» rl rn 

fitr r. -rM i.i:>.-ii il iraaiii/jti'-n <>t llfv- 
|Ti.«iamN "ITir fj.iT i*. 

.■ml Mill rrrtiaiti. llir 4»iual itaibninj: 
.,f »i>rttmrn» anil ih- nn-N»a'* f.'l|i't» 
itii "f j>.-»itit- ir»i*, thr jiinil pn«f»' 
*inc 1* J rrhtitrl* niinir ifni 
ttv.riii.* in Srw ZrnlanJ, for r*arni»lr. 
rnitl tlijf wit!. a..i..niM«l ^.fiiiimriii 
thf -niiir t>-«rt*iiC l'*a(l vmir .*fl.(WK> 

•rt-r |l ilvit«aiiil •ih'-i'* mailrd in 
Ft »3nuti* P:i.tfii i.tand* - fan 
rj*il» Jiiitillrt! h» "n- iK-i»i'n. »»lff«- 
« .fk m. liiit-« itrrpNtinK jn«i '^rrtl 
n,^- iKr , uh^irr tra* *. l>I.i. inn '«•»• 
(liM » "n th'tn. an»l r-- J>linit 'h"- rr»ul!i 
•p!- r^,.n.inui » -f m i** v rrrninf will 
■ miiniir tr*i. j« thr* (l.> nii»». --n 
ill- »lrnnn*Tiatrtl f,« r itui pr-\rnifc.tj 
In ihra|irt tlian n.itiprr»rniiiin 

Tlf Mititinalrd -tiuijiiitmi K^-u 
..lit t,t thr firiilitie thai thr inhihiiii'n 
a*vj> pfirrifiirr ( jn Jx- adapiril ri> ihr 
■ ilrTrtlii>n "f »r>-rjt "thrr hrrfililrir* 
iniin-a» HJrniia» »arvinie thr 

inhitnt'ir rii»v.>l»"H in thr mltufr 
ntrtliuni Thr-M- i..nijiti"n% in.ltiiJr 
i.ilormta, t^f^inrfria. huiirfinfnua. 
h..nii<*Miimiia i in wIikI> *»r tr*! f-ft 
«iirihi<>ninmiia I . anil maplr »vr«>P 
.irinr A\sr:>^r f Ini, inrniia » With 
.,ur.rr3ii..n. ..11 lhr»r t^ls th- 
tiltrn^K-iLininr* i-^i fan hr lafiirtl "Ht 



at n<i iit>>tr cmt than thr tattrt al»nr. 
unantixnatril. 

Thr niacliinr, callrtl a |iumh 
imlf^T. hatiilU* tfH»t *priinim^ in 
b:jtthf*i>f 5ft. Ii antnuiataalli tmm lif. 
• lilt f.Hir tntli liiv* fnt» r;«h oi^u 
nifii H"<1 -.p-tl anil tran%frr* thmi t.. 
|imlrtrrmin«l Ir^iatiim* i«n {i>iti »lif 
frinit »ultiitf tra*-*. raili »"Hlainm(t 
a tlirtrtfut inhi*ni"r in rM h » ai-. ff 
i-i>urv. thr latiif «|iatial lmati..n f-r a 
ttitrn iiiif n 'til'- lr^tltl|; atrai i* 
»..n»ji|rti%l Ailli flint i"iil;i»l ill**-*. 'H"- 
in r:,iJi iiintrr. 4* a dmk ..n iin» 
f.irnuTt 'f tUr iiit^utni. an»| a f.** <»f 
up t.t 1 J cminJ tliM » at n«» thr t rii 
trt -f lUr lra» . wli'i h t'liitaiii l»l'"d 
( lakrn fr nii thr •r^jiitrj" Nntlr* ..f 
a Wh-J hatik* I-aard 'M-i-ral 
«ianiiatii i.tni-rntratr-n* i<f ihr amitin 
.Kiii in (|Ur«ti-*n in i' k 1 tr»Titii{. f>ir 
r»Atn|iIr, v»r ii^ iiiv» with mirrial. 
2. t. ♦■>. H. K». i 3. .i»J ?*I mc'i . 

r:i. h -f tt»rv |tr.<tlli» r^ a |{l'H»th /i»nr 

III Ml- iiiliiitr --f .litfrtini: t»iJth. am 

]»..«tT|tr« |H ttir Ir^r *JkTtlttrn% « jn 
.ippr'>»iiii.i<»l'' nuaiitifiril imii)ri]iar'-lt 
b» »>.iiip3nv'n ihr raHtfr 

..f niHtri>l »liM * 

Mii>U thr Hjtiir mr.hanii-.i |it.. 
I ^liurr I ...1 Ih- u^rii f..t lattf- val- lr<.t. 
iuit l"iinra»»h i»tJirr njrtjIvJn Jrfrtt*. 



th..uich tlir b»<«l«'Bti ami ihrtiittal 
ratt.^talf% diffrr nimruhai i;alwt»». 
M-nna. f»f iu»latwr, »aii h** drinlrj 
bk Ihr nirl-alttJilritihihitiiin a«.a^ lr«t, 
hrtr rni|4iiiinit n mutitit %uain i>f 
f," .-,/, I'hir pttmiplr f-ir till* l^t 
M3« »Urt)tr>1r,t b\ l)r HrnRTth VaX 
»jrn. K..>i»rll I'ark Mrn»»»tial Ifi.ti 
tM'r. Hiiflali-. \.Y » Thi-. iirpatH-.m 
ha% tlir %an|r mrtabtilb tlrfrtl a> 
h«man Baiii, tii*mit« v ^i that Rriac 
t.K, (.tt jjalntir^ i> ptn»»|thatr. in an 
■r f.irn» ■»f thr Ji^ra-^ I a.« wiMM- 
la, in thr »rIU. tJillihtlinn vjtnwth. 
'lllr ttiaiUrtr- iif thr "Miir iif itihibi 
ti.in* ta» »i|»|>.>rtl In thr "/I'nr nF 
ifr mth' in thr tr»t» J«-%. tilnnl ratlirr) 
i> pr.i|>.tlii»nal t.» thr animnt ..f Uala«* 
i tsr in thr >|jr\imrn »hv Thr »an»r 
frM » an rfrtrft ialinr»»iia. M«»r K 1 1/1 
(tt'iMlli mhilMtrJ b> nalitir alvi 
liilavt r^rniia i-f i-nr t^ijr lan Jm> br 
diaitn-^b* thr Unitlrr lr>t. »* hu h i» 
» hrmtcal talhrr than bn-luuif and 
ti«r3>utr> rn^ > mr j» tj» iti <hrr»Mly 
rathrt than thr j»« iinniljtv.n nf an 
,inn«rtal»i>lw»il ».ilj^ttatr Tlir fWutlrr 
tr»i in»"ln~» a traitu-n ln-tHrm thr 
rn/»nir K^l^ft'i^'' Htidyltran^frraM-. 
ptr-x-ut m m.rnial r»i thr<H 1 'r*. and a 
^»nihrti, •.iit»trntr. thr pnxluct .if 
Mhi, h i» flii.irr%<rnt, V«r thr tr«t. 




1^ '- *• " • 

fWf ,r*y,nuu,,, Imr Po- 1 w« r»«. ."r«W««. mrrffi^ht. 

i/wt«i,.«. ^iillM. r.-...'f f -ip W r>.U«« !»■ H-r« f« 

W-'"* ''7' .u^^-tiM/inj ' "i'<»"Jf<-» '^w' i''»'-t4''<''/""»'* '"'•'"•'<' 

_ „',J ,t^,al in>l<»-lt ..f fr"i'i<' 't H ..,t.tiliN ».v »'"• .1 J-»*'i»'>vWu«i»i. ;f...Hf 

K.'ta I ' ttiidi*,. ,. »,t.. i .ft.,> Htf/i . ii...«r.iit..H,i ..| p»i. nvWuw". 

ir«*fi'«i p»«irwr/Niir iv;2 '.17 
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ERIC 




f~ 1 InU i, -ot,,.! Al^. . . 



,rl, ,1.^ 



"(liiiil'lt 



-tfnt J» :l Miim itiiN- ft-? tilln' h t tt..- 

f-u II.. 11 A vi'ili-H ..f rlir *i,",*irjT.- ,. 

lllll. jITrt llltllh.ltl.,1.. .1 f.lll,>rr 
ti* llu<trr>tr [rilnU tit rl1£t rtl-tlrtii Irlll 

arr ){rllrr'jlll i'Hi%n|r(r<| %ii(i<-ri'i' t- 
J«%Jt% xf tllr rlUtnir ^U^MttjIr, «tl|i r 
thr* iu^j%lirr ttir fll>-1atr>lK Jf-fr. 1 

it%r|f rathi T ihjn il% « >>tiwi|i]riKr« 

L'nf'trllfttjirit . tLOf^rr. rl1/\l1ir Us 
*J>* «jri*l"t fjf \fri,,r\nrii \n i' k t , 
%>mr thr rn/mir III 'jur«tftl \\ { 'Ami 
• iiilj in ilir VwrT S^\rrjl -i|ti-r iitlnri) 

»-TT.<r*. Itt'Mrlrr, rr%rmUr |,'ul.Mti<w 
IttlJ III tIlUt titr "nn^^inif" riutittr )« 

J iKiniul litiutitiirn) xf rrithft )it-i. 
aiu\ \s riiit ilr>tr»'ird III tlrtiii|{. w tlijt 
It* prr^rr- r -T jt»*-lli r I ull lir l|rtr| \r\\, 

in M'Mxl «ptit tjiii|ilr^ 

Tmh »if th«^ lrtt%, Llrlrl..(l^ \\\ 

Of. WUhani Murp>i«>v in >nir ljh..r«. 
t'-fir*. jrr 'tf thr Kn4) ttl'' \ii»iitt"ljh 

A»»j» l> |ir, rmpl-ikinif itiilt jnl %lt :iiti* 
"t H ritA/i/ii. <>nr strain, fur rtntnplr, 
rrtjuirr^ r <.>i;rn'>ii« jrifininr for 
ift^iMth. it ijnn<il ()r>>4liirr ihr jtninn 

98 H-»|>iUt KlMflir yw^r J«7i 



itiil fTitii< i iimliiMU iin!»tiiu(t 'h- 

«iilislr.tTr It K(lltil<'«tj| 1 .lil> ,i< lit V<.| 

II it rtiilK.. .'-vl >.r...,nt..,ii ilir 

Hi/ntw ;i(tfMi.i...Mi.init avi»l 1» t'*^, 
.»hi. h iil>^t.ii' « iruiiiiiir ftiPiii fli.it 
%Jll»*lr.>tr, (trrtliilllMt: thr ••• ^:ilti«iTi« 1,> 
[{'^•w If ir^jiu^iii^ fjil 1" (Jf'-A. 

till rlUthir |« .ilr»-nt frotll tlir i 
iiirn. Mliidt i« !•> iliiit ilir imli 
I iilaal «u*f>-t« fr' tii jri{inin' \w 1 itiii 



IL i«lui 



A 



11U1 



Hiih . 



ilif 



rrr>-ni tui Irrul «1r;iiri i :in l\r^^^ .ili 
«rt|i r ,.f ,,l>,tl(IlMr. I |)li.i«)«l|.itr- >k 

I :irti>i«tlj«r, ithKli 1* thr iindrrli in^; 
i|rfr,t in .-r.-tti jiiiiiiri.i Allr-nriUrr. 

*pHllr J" iJirTrrrnJ t(l/Hllr J>ft1tl>'« 

.^n t>^ .Utntr^l in .Inrtl M.-.l frxtn 
i»>rTiijI itr. njir% lit r.nt' -r jnnilirr 

■ llr:ill% F'.r m-,*! "f lhr%r ihrtr jrr 

.r« >rt iiM LiMtMn iii«tjnir« tif ,..n 
»:rim:il jK%»-iiir <.r mjititiit .f th^- 

rlli\1Hr% Itttolf^. VI ihrrr |u% \trrt\ 

n>i 3tlrh>pt t>i jtjjpt thr t<^t« til ma«« 

tn Mtilitttin III tItnirMi ctinr]itinn« 
lirmlui rd lu rti/t tnr d«-fi« tmi ir«. titrrf 
irr a1<ti> I '.tu)iti>>ii« rr^iiltiiii; fruni j 
dr(ii icn( k in jiirn/>ntr inhitiitur Rr. 
untK, l)r Mnrphrk ha* ilriHnprd 

tMii «iniptr jIkI Jiiliriltr Ruulf^rnt 



.j-f trM%. J|>|.||i jhir t.i tJir ilrir«| 

«,.,r« ..f f.,r inli. titri! .Ufi. iri> 

..f ftiitiii- iiihi>iit<.r% Our ..f 
ttir*.'. inhnilrll .1 NIrll(!rllJI} Jt|!i 

vmiiil tj >iiiifi.irii trjit. 1% li>-triti|ji v 

.IIICI'illr-IITiilli >ilrl1IJ. J«v%tjtrl! ttiih 

.1 tlrlinnii k 111 11 -^irLtv nihihii'ir 

Alth-Miith «rkrrj| I) 1i>-il lijkr 

Ijrrll ll^lrtl 11) tllr I Kri jTurr , 1lij.« 
llrMlixtri vrrrniliK rr\rj|% it I,. f>' a 
iri\ f4rr ^,>l|i!lti.>ll 'Vh- Mil ,.ilt 

iliti'in. M jntiirt |i\in tlrfiiiriuk. in 

\it fitril 1% .1 Mnldrlijtl rr, r%»U- tr.iH, 
l|l|)rjr« t.i \w lllMtr frr<Jtirn1. r It 

Ii4» lirrn t hini<nJ t.i j%vM ij'ril wiiTi 
4t Ira^t I'. ..r i'^ ..f all 1 ..f rni 
lihi^r-iii.! It . ;in lUi' Iw a^vnutrit 
*tth infjniilr lixrr <]i\raw li% irur 
frrijiirn* \ inll.'in« I.I N- drtrrillilird, 
»inir .'i.titiiir urrrnin|{ ..f nrMlw.rfi^ 
f.ir llii« I •niiirii.n 1ia% >>t)lk ]u«l N-^un 
II i« tikrl> th:il <lbrt rniinlr dr 
fillrtt('ir« rti%l liul jrr «llfT)|lrnrlk un 

mmmon tn tutr ihu\ far rvaivii dr 
(r(tt"ti .Altrrnatiirly. \\t<\\ drirfn 
<iiu!d lir n"t uii« riiiinKin hut a^v^iutrd 
Mith liltir nr 11. 1 intpjtrnirnt >if |tll)Mi> 
I..UU funt'liofi Thi» J{)|>rar» t-. Iir dir 
(aw, f<ir rtani|ilr, in irunx Mr lu<•^t 
t>pr^ nf ifKiiniirja. »r»rru1 t a»r» .if 
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nhirli hair \trrn ili^tntrrnl jitu|rnt' 
iilli in tlir (»iitv »f nihrr. iittrrblrd 

rr>rjnl| altriitinti hj>, fi>r •ibti'-ti« 
rrjwiti>, lirril finu^rtl iin |Kiiii>4i<Ktt 
rrt<>r> 'if tiH'tjIxli^ni. wr lijir iImiIiI- 
Ir** ttirH'DilkrJ ni;in» JMonnllr^ mIkim* 
film tii'iial rlfnt^ ^rr •iln^iirr i>t itr 

niKII Vn I l|r|ir)r tliJl Uith illitr:|« 

>nt( lkUi>MlrJi;f il Mill Iwioiiii- ili-^i. 
j« lijrrftil ^u^prtftl iiiorr thjti f'«0 
irjr« rhjt |»3th>i|.>KK iitlhiin 

iirni* arr in fjir "nli rXJKiCi'Jlion^ 

• •f lllf innstr ihrniitjl l|itTrlr<K<-^ 

|itrM-ni in alt «»f u*. 

HmrntI), J J»r>ti.:il nwthiij «'f 
ii>in(( ihr nrMlmrti Jrird liliani ^|h>i 
<i>r >prt-intrn I ill nij^^ MrmiinK h>r 
>il klr trll hri|if>t;|>i|)in jllit i.lhrr llrni 
»«{|ri(>in lutijnt^ hiy \trrn J''^r|)>[w^ 

hi |)r Miilurl Cfarruk iiii.ur tabi-iJ 
tiiri. 'nti> nirlliiKj uv^ Jiv:^ pumtird 
anil iduvrd hi ihr piinrh indrx nia- 
ihtnr in ihr f|im|>ln in thr {>ljiiit. 
iiini|ilr-tra) . Thr>r ditfy arr ihrn 
rliiiril in thr (|in)|»lr<t, jftrr whith thr 
rhijli^ arr ii%nl f>ir rlrvlni|ih»rrii4 
•«r}ijr3tinn uf hrnio^liihin ham]* in 
irlhlltiHT 4trlatr >rn|i« A r»IloM U|l 
|iri4riliirr, n>inp j^jr rln tn<tihi>tro^. 
I jn iJifT^rrntiatr thr >^ hHrnUiKxIr 
fnim thr >i liiint<i#)|{«iir V'^ing thi* 
|>rmrtliitr, lillrr {i3|)tT «}tn illirn^ f>>t 
Ihr I- k I tr>t tJH tv »«frrnrl| Iiy J 

l:i|iiirainr% nlrraiJ) prtftirtiiing niu<ti- 



|>ir try\y •Ml thr %|)r< nitrni Jt a lltJtr- 
flu! lo^t xl iUM^ \tri %{»ntttt<*n 'lltr 
i.1|Htj| ittlrMltlrnt f'lr ri|i|t|»1tll'tU t> 
\r>y i\»i,a $ I.IMKt tii a4i|tlilr thr iU|U 
tH{lt> f..t «.trrnilltC >l|i !<• IIHt.lMKl 
y\ir\ iHMrti* (ri )rjr 

"lliii *i trriiinK |iri«^«nttirr ty \\\r firs! 
uiii- til ttr iJ«Arl>»|M^l ti) >iur Ijlmtuliin 
iltlil |M'Mint% ilrtri tixtt I'f tlir "*« ariirr" 
hrtrrnf) i;ii1r hi ixuyy Mrrrtiin^ It 1^ 
jivt ihr tir>l |irin «-«tui r (|rir|M|M-il 4111 
Mhrrr, III iMir Ikn.iMlrilKr, ihjt |M-rinit> 
ilrtrt liiii> iif S hriii>>Kli,hlll in thr ilrM 

iHtrii infuiM ill iiiJ^^ M rr«-iiiiii;, in >|titr 
• <f rhr |irr%riHr in h ^|triiitirn> i>f 
i>i<>r» titjn twr; frt^t hrni<<Kli<hMt IW 
lyil^ iif tlir i»««rni iiuirj%rtl ihtrtr>t 
m iitrirntiiiD anil irraiiornr uf >itlklr 

irh ilKTJ^r Mlthitl thr I'nilrtl Stjtr^, 

it iy h'i[>rt| ilijt ihi^ tr^t mill niriii- 
4 |jr)r«-«ialr itial in tin i^ji futuir. 

Durinit thr (ijit fiif- irao ilir 
M tr^nititC IjU'ratiinr^ itillal>iiratiiiK 
Mith nir ha)r Jcnutn^trarrJ that, Mith 

JUl'intaliMll, yj* til riKht nf thr ti>^t> 
liryt riltnl jliiiir rjn b<* 1 jrrinl nut Jt 
littk tnvrrj»r it» nwt nirr thr ^inidf 
fKt trot. |itii<iitinK J MifTiiirnt ml- 
Uitir iif ^|trf inirn^ jfr ji jilatilr. 'Hir 
nuniitiiim a|i|irii^iniairl) j.f.rxf) 
(irr >rjr: im rr a^in|{ I'lhiitir fnrthrr 
r>-ijiirr^ ihf imt anit pn>>tucf>> iilhrr 
jih jnt JKr^ f-Kr thr^r rfav>h>, vtr 
hair ri^rndv tirrtt tirii|Hi>inti drirhip- 



ntrnt iif MKMtrt, iir Jrntiih^tratinri, "ir 
kri^iiat" irntrr» fur inbiirn ••rhir> 
nirlulxiliMti 

ill "rruii^iuj* |>i<>t;raiii, I inran, first 
iif jll.iiiir ill iihh h a >i|lfii init iiunil»«-i 

• if nrMlHirn ^|^nin^rn> jir M^rrrnrd 
ifail) til |»rrililt j|i|iliijtiiiM uf thit%r 
tiirihiidMif juiiiitiaiKin alrr4i(li ithittur 
in J imnihrr of |jtHiiiii«iir> fm ilir 
|»nr|iin«- uf i^rrtin^t <>iil ^1 )rj>t H »f 
thr \ .\ fyyy :iiji|jbtr. 

Ktni inurr iin|H>ttjnt fi»r >Ui h j 
|>nl^lalll ty fUor .ntt\ 1 •iirtinu<iu> liji 
vin IwtMrrii ihr «<tf rmnK iriitrr jnit 
thr nwnlual fnltiiM up jnd itijtiJ|;r 

rilrni nf thr I J>r^ drIrVIni ill V.rrril' 

inj;. S«*irrjil |^n»^;ratn^ iiith lhr>r fra 
rurr> liJlr tirrn drirlt'llrli in tlir )lj>t 

frM >rjr« in Kurii|K- jnd in NrM '£rit 
\jru\. Ill f.iil, ^IthmiKh J|i|it>i>iniatrli' 
J4 multiple tr>t I jlhirjtiirir^, u>inK 
fiHlt nr nuirr i>f no tr-\ty i>n tlir 4lrird 
>)Mit> iif l>iiH<d |-i>iir(trd fur rkl 
MrTuiiiK, hjir iiillir intii r>i>lr|u:r 
>iiur ainiint »ll nf thr^r Jrr li> 

1 jinl ill nlhrr niuntrirs r>Cr|it fur th** 

• iriitinjl fiiur in thr L'.S , mhtrh hair 
Itrrn MurkinK nith nir a> (tjrt nf 4 
i<iint i«Jlaf»i»ratiir rfff.rt ilnwnrr, 
th- hr-jlth ilr(>arttiirnt> nf lUiin ahd 
Mariljiiil rrtrntl) |Hirvhjvil piimh- 
inilr% ni'jihinrs and ti;i»r nnM (ti'pun 
ituiltiiilr tr^tint; *l'hi> iiifurrrd a> J 
rniilt nf J ti'nfrr»'nrr Mr llrld in Krb 
rilJti lUTt. 




That iffltfwl i>f phrniftatantnr i7i tn tlir fitr jiianr I'Kt Mi'fiiii 
> un u,urd off mrnlilf •rlttniatit'^. in Iw '>fi>f>nt,^ i* titijii m>i ■/ n 
rrtrirtfi ufirrti nf tWnir frfu^ri,-,! furm riiiMtn Itu \lhn am 
Brnu n rtiK IMflrnr fx'f 1. thn , . hiUlu n ,>bu M . d Ux irfiit,. 
r.i K- nioifiiH^ tnlnnUJ iiriN< itji trfm^ti^ fnittlK. tm /liit 
fftk,t<iM t. thul 'f r/i« idi/i/d-n rir;:iirHi' fV'wifnf lUI rttt ^uf\»i 
fiMtni/ (Ml rif>/<(niifMn nrfc«-( tfun htch tn'raulf 'inr phfi^tatiittiii 
f-it tfir ni/>nlar i/c^. 'tniy m thr , htth'H th, ht\t /ihtit, n 
iKi >tui/y ^t^l-tu-fl ult<>\ r. .^««t« ur>i kiji/i I.> i/rl.-rrii*i. «i fu I'n' 



ii d tt'U itht titfliiJantnt- c/irt •'kuM i'^rrti*r/y rrdue* thr «Hir^f'i 
11 n runt (ri « f'lrt HMi v 1 ompiithi ft ifriMMf ihlrf nwrnlAtt |i^ 
t h^tpiiati'Htum *t"lf in ^'ttph al Irft trftrt I h*rurhr\ lit iIh <iut 
1/ 11 hffi Ii im;fct tilfi niiant ti»>i fntt4~ "« thr pattmt uid £,m r h^f 

It cf*"* 'if ""'^ U hiti tht *uhirifiifutlif tfiamr pfrcfMnl. ihi' 
N rr('t''i''r(/ thf hiUfHtuI ifi cfw Id*^ ntatitfniinr dunnc thi- hiU 
I ^ti' »wnth< M hiitli ih, f-,it,h ihiUi hml u rimt hU-ut /rir/ i>t 
1 Th p/n nyfafiiTiin* jr h tuiun thf •rnj»t ffirf uai S J Uiul 

at 4^ hinirt itU"*nuti I 4 Ti'ift lufi'i *hiiutJ mirrlMt tnttlht^ffUr 



M<n|rt«jl P^xllrryunr iVlt 



B4-UtUr Iril /or ot^ ti4pr tmnifrrnu- 
i/r/frifhry i*ii«^t ^uymi u< m rtv n 

t l' hcttt •tft. r ir.. i,^,f,..f, a., »,.„»,i. 



Thr ihrrr |>riiit i(ij| pr.'hknu in ••■■r 

•"»" «r» thjt lijtr tin|>r,|ril r» 

{>j»«iiin "f !• ^ I rr»t \ti- tttjri', r- tit 
» lililr tr»l» f..r iithrt i..niliti..n, jrr 

II l.jt k of liuivm >Kll«rrn M rrrtt 
in< irritrr« jih| TlinlM-j| . ritlrr«; 

Jl Kr%rruiii>n« iif Mtrrtiinv jrp.(% 
Ml %rair >hiuiHljrir%, !i\ .ij|p% ..ffr„ 
. 'imain %nij|t j |*i|>ul jii.in ..f nrM 
biiin infant, [irr %pjr ftHiirni 
I'M Mrrrninv, al.mr Mrrrnitti: 
f-r nn-rr rarr r..nditic>n«i 

.1 > KrjKnirntjtiim .-f m rrrnpinr. 
r%rn H ithin \ jT\tr %t3tr%. Mhnt prt» jtr 
fjiilitir* jrr n%rd An i*ut%t3nilinjr 
PlUttipjr i%Cjlif.,rn(a. whrrr. I iti. tuld 



I hPAlth ilrpurtttirnt .'(filial, r 



> f'-r I k I 



3'>0 diff. 



i^rtirtj ..tit 
'Tit prit jtr 



IjU fjliiriM a| d ihjrKv (hul \arlr% 
ff"m fl !.. 515 \trr tr.t' With thr 
vjmr funih...|i<. nr rrKtiutii! irn' 
i<>r% (Muld ir%t jII jiifati(% f»t n d»«rit 
ii.fidi!i..n% jfid hjkr imir«- ilinti half ,.f 
iKr nHmrk Ifft »\<>r to j«ki«i with 
mrdiijl fotUtu np aitd ma-i Jitrnn-ni 
If 4 l-.ifltitiuni yrjTi h fnr th«'»f Jlld 
• •thrr rjrr >ir nliMttrr hun llriiiu j| 
jniitiialir^ hj« i j* »rt I ti>i "iifjitirar 
tjlill ill ihr yrtiir that lhr» ltik..|kr 
rilhrr UiM-jM-s fi.r utmli tn trritnirnt 
r\i\t\ nr a divjv ihjt iin-J t|.,t l>r 
irrjtnj, it n<ii)rlhrlr«« v^ni^ tii ttif t-. 
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ntrn. Piu*, if "nr addnj I acalrthiitr 
pint ^ 2 lliiriTtlalaiiiiir ai appro 
prtatrU loM r<>i>(riTlrat|.iiT%, thr « ||| 
turr %hould, in thnirt , rr^imiKl to 
rithrf IrUt iltr .if ptirHt lalonittr 'HlU » 
far. Iviwrxf-r, Mr ha^r lirrn iitiablr to 
dr\iw >iich ti'^u in a fnrm «uita)ilr 
f«r *<Mitinr iiv 

.\n<<(lirr, add iiirrrixtl \ iii«irr 
|»rotiii>inK, appnia«ti in\nt\r« |m<i nr 
tivirr »tr'ani» nf H tuAti/n. rath unr 
rr>i«iaTit 1)1 all Imii • nr ..f thr inhitii 
•■•r* n»rj. AK^in a tr>|ii<n>r i> pTi< 
ihiinl ti jtu of vxrral jhtiotiiul 
^rniui .on>Titi|rnt> Yrt antithrr ap 
pn.a*h. Mlii«h Mr tatJ ihr "niuhiplr 
anxKTTiiptr ir»t. aifuin rniptoo niu 
tant ^itainv hut thi> tinir rat h of thr 
iTiuianT> rr<piirr> a ditfrrriit amino 
at id f.'r wtli .\ mixtutr .-f >ttain» 
rnjmrin^. rr*j>rxti\r|> . phrn> lalanmr. 
IriK-inr. atui hi^lidinr. fnr inMancr. 
Mould rr>p..nd tn r m . ntaptr >\rup 
iirtnr ili^rav, and hi%tidinrTnia \ 
t:trtJinol ditfi«i>ll\ lirrr i> (hal thr 
niiilaiiN I :in mtrrai t Mhrn tnixnl. fnr 
travin> >iill iitiMiirr. pnK(uriU|{ nthrr 
iiihihiTii-n nt ^titnulatinn nf ifniMth 
H 'Mr»rr. r^n ^m h tttllllipir XryX> ap 
|M-ar pTi<tni«in|{ 

In ail thrw i^Manir^. i,f omr^r. .t 
Iti"itnr t»-s|».n*r i.iuld niran .ttib of 
Ihr *r»rral t i.nihlmn^ thr (rM Ma« i|r 
<.iitti.ll tn rr^|„.m| t. . Mith ihffrrrntial 
tliai;n..»i» rnjuirint; furthrr ir>i> 
■Plf^r. h-'Mrtrr, M'MlId ln».>l»r .rti|» 
a frM >forr or at thr tT»..%t a frU hun 
drnt »ii»Tiinrn». a« ajrain^t ihf lrn*nf 
Thoit^anih rlitninat^xj ht thr initial 
tllllltitllr ^rrrn. 

(ii»rti thr furthrr (lr\f| .pinrni unrl 
{wrfrttioti of rnnllitilf' MTrrnina tr,t,, 
nu» Mc-rninift an brtntnr nnt nwrrlv 
J **a\ of rapidl> drtmint; i- k i aircl 
■•thrr trralablr itrnrlu di%fa«r^ U\tt 
it*.' a sonn r nf inxaliiahir infonnatinn 
on hiochrtnital dtffrrrntr^ in lar(jr 
h'pidarioii^ C.nrn thr fa*i that 
Mtrrnitiij fr.r I'm ahmr Ita-. ph>tn} 
itvlf nn) nirrrK m«litall\ hut alvi 
T'ln-.tiiif afK vuim) - Mhitli vrm* tn 
inr ntijtpiahir Mr t an It-nr hnpr*5 ) 
^afrly a^Miiiir thar ^pt^tnirn^ Mill rnn- 
linur III br vnlWtnl h> thr hiimjrrrl 
r)t<iu«aml and MrrrnnI h\ ttnr <ir an- 
nthrr trchniijur And if that thr 
situation, it i> «urrlv <inh cnnitttnn 
*rn%r tn M-ri vrrrninK |i»'if«liirf » 
thai, fnr thr lantr mitlat, will tirld 
%tradil> incrra%iri,{ "frtnjrr brnrfit*" .if 
data >.n hnth pathnlo^ir and itrnixn 
iiinatr mrtaUilir rtiffrrcncM, r] 
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NkONATAL ScUKEMNO for I'HKNVLKtrrONVBIA 

I. ^:KKK<"rlVK.^•^:HH 
(Neil A. Uoltzmnii. MI>; Allen 0. Meek : E. DnvUl Melllts, ScD) 

ProKnims for tlie detiM'tioii of plieiiylkctomiriii (PKU) were eviiliinted l»y niir- 
veys of lienlth (lepnrtmeiits and VKV elinica Efrei-tlvenes.s wn.s im<ii.siire(l liy 
(letermluiug (1) tlie proportion of live births scrtH»ne<l. (2) the oociirrenee of 
PKU infiints missed hy scrceninK (fiil«i»-neKiitiveH). (3) the proiMirtion of pre- 
sumptive positives in whom n dinsnoHiH of PKU wus eonHrniiMl hy foUow np 
studies, and (4) the interval lietweeii screening test and foUow-np. 

More than 10% of infants with I'KIT are either not heinj; streeuiMl or are not 
being detected by senMrning. Infants with PKU who are screenwl on the first 3 
days of life are more likely to be missed than those scTet»n<Ml later. The infants 
in whom a diagnosis of PKIT was ctrnfirnaMl ronstitnte<l only 5.1</r of all Infants 
with presnraptive positive screening tests. I'rograms differ greatly in the inci- 
dence of presumptive positive tests tiud in the time neces.sary to folliiw up jwsl- 
tive test.s.— (JAMA 221> :(MI7-«70. W74) 

The prevention of retardation due t«) phenylketonuria (PKU) rerpiires initia- 
tion of a low-phenylalanine diet early in infancy before symptoms are manifest.* 
To accomplish this, most states in this ctuintry have laws that reipiin* screening 
of all newborns for elevations of bloml piienylalunine valae.s. 

This study was undertaken to evnluate the e(re<*tlveness of newborn screening 
programs. An ideal program would detwt all infants with PKU and a ndnimal 
numlmr of false-iK)sitives. In addition, it would iH»rndt the inltiiitlon of treatment 
in time to prevent .retarthition. The attainment of jierfection Is beyond the scope 
of any program dealing with biological pn»cesses and their inherent variation. 
The finding.s. however, indicate imperfections in the programs that are amenable 
to change. 

SOURCE OF DATA A^D METHODS 

Questionnaires were sent to each state health department iu the Unite<l States 
daring 1J>70. as well as to departments hi the provinces of Ontario and QnelH»c. 
Information rcqnestecl included : 

1. Total number of infants screened. 

2. Number of infants .•«cret»neil on each day *)f life during a one-year i)erio<l. 

3. Xuml>er of infants in whom results of routine .«;creening were normal but 
in whom a diagnosis of PKU was .subsennently made (fals«»-negatives) . This in- 
formation was also requestetl in a separate (|uestionnalre sent to PKU clinic 
directors. 

4. Method of screening and upper limit of normal. 

5. Nnml>er of infants with elevated levels of phenylalanine .screenlng-te.*<t re- 
sults. For each infant In which the test result .'ihowe<l an elevate<l phenylalanine 
level the following was rt»fiae.«<ted : aex. age at time of .^rt»eniag test and result, 
follow-up blowl phenvlalanine test result, and age at which result was obtained. 

0. Number of infants being treatwl for PKU and having diagnosis as a result 
of screening. , , . , 

Only four states were able to provide the information refiue.ste<l in items 2 nnd 
5 One additional state providcMl an e.*<tlumte of the number of infants scTwued 
on each day that wns ba.^^l on a sample of 1,000 infants from ten hospitals. 
Seven other states and two suIkIUIsIoiis of New York indlcateil that the indi- 
vidual results were available but could not be analyzed by lo<-al iier.^onnel. In 
order to obtain information In items 2 and T). one of us (A.O.M.) vi.*«ited the.so 
health departments and their screening laboratorie.'*. The number of i»r»»t« 
8creene<l on each duv was determiaed from a random sjimple of 3.000 to 4.000 
test results from among all newborn tests perfi»rmed daring a one-year iK»riml. 
The .saaiple size was .sele< ted awvh that lai any day of life the relative error of 
calcniation would l»e no greater than 10^^. (The formula was 

RK = Sn/l» 
Sn'=N~n p(l-p) 

X 

N-1 n 



tlloItJsriiuM NA: PlPtnry trontmpiit of Inborn errors of niotahollsni. Ann Jiev Mtd 
21 :.r<.'»-.^rin idto. 
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where RE imlicate« relntlvu error; Si), Ntniulanl dovlatinn; n, siuniil<» h\zv; X, 
universe size; p, proi»ortion of Infants sfreen«»<l on a jrlvrn day. When p iN Nniall. 
the t»quation cau he simpliUed. SI) = p/n. In onh»r to limit lh<» standard drvintion 
to 0,0025, for n relative error (»f 107<;. n sataple .slz«» c»f 4.(KKI is needed uh«»n th** 
stnnllest proimrthm (»f infants sermuHl on any dav of life Is 0.02." «»f infants 
HcrtH'nwl on all days f 0.0025 = 0.02r>/4,()00) ). »irtli\vt.|>rht and tyrosine h'v«d. 
If availal>le. \ven» also eo!l(*eted for idl infants \vhos<» test re.snlts'had elevat<Ml 
VKV levels dnrint; tlie same y<'ar, 

Live birtlis i>er year \ven» olitalniNl from tin* National (V|it«'r for 1 health 
Stutistics.' 

ComplrtenrHif of .S'tTcr/iiay.— In a ont\vear iH»rhMl !K»tu-e<»n IJHW and 1070. 
1,107.01N) Infaats were screeawl in tlie J(J states prf>vldinK infornmtifin (I'all- 
fornia, LVlawan*. (hN>rKia, Hawaii. KiMitneky. L<»nisiaaa. .Maryland. .Mas.sarhn- 
setts. MiehiKtin, Montatui. N*<»va(hi. N<'w Ilampshire. Oliio. ()n>Kon. Sonth Carolina, 
and Vlrjrinhi). Kai'h of th<'S<» .states hns hvi.»ilation minirinK VKV srnH^nUi}^. 
TUv Infants .^-ret'tied eom prise SKS'/r of tin* live hirths. Kfir individual states, 
the iK»re«Mita^<' senM'iaHl ranges from iVJtMry to U):\^). Thr fstimatrs are pnihaldy 
high heeansc <»f tho Inehislon <if som** roiK»at t«vts. 'i'hf sontlM»rn states had the 
least e<»tnprelH»nslve (•<»vi»raKe, 

Srnftitivitff nf Srnmhijf.- TUv survey showed 2l\ infants from fi^lit states 
whoso initial t<»st results w<»n» negative hut wln» woro suhsecpuMitly pmved to 
havi* PKI' with imixlmnm IiNhmI phenylalanine lrv«'ls in «»x<fss of 2o'mK/l(K) nil, 
Kl^liteeti Wfre schmmumI hy the (;nthri<' hnct<»rial itdiihititm assay, thriv l»y 
Huorometric assay, a ad one hy enxytnatic assjiy. In oiu» infant. tln» inetluHl was 
uiikuowa. "Vhv stat»'S or clinics n»portin>: these fa ls(>- negatives n»iH>rted. over the 
same time. 2r»:i patients in whom the di.i>:nosis «»f PKI' wns nuide as a result 
of screi'niUR. Therefore, in these states aproxinmtely 1129? of Infants, with 
PKI' were diseovi*red hy s<'reenin^. Tliis Is a mnxiuMun est I unite, as n^MirtiaK 
<tf false-m»>:atives is almost certainly ine<tniplete. 

Fifteen of the 2.*? false-nepitive.s. or fr».2% were screened on or hefore the 
thini day of a^e 111 on the third day and 4 on the second) althon»;h onlv 44^^ 
of all infants were screened hy that ii^o. This is a siKuificann* dlfTereiuv (chl 
squnre, /»<.ori). (Data un the dislrilmtion of infants screened on eacli day of 
life was .supplied hy four i if the states rt>|HtrtitiL' fnlsi'-ne>;«tives and ei^lit otla'rs.) 
Thus the iindaihllity of missing a cnw of PKTT is greater If screening' Is per- 
formiHl enrly In the aeoaatal period. Further evidenci* Is pri»sentHl in 'i'ahle 1. 
The liu'idence of I»KT* anions infants si'reeniHl after the fourth day of life is 
1.0 times hi^lu'r than auionj: infants s<'reened earlier. 

Female lafants predominate amonj; the fahs'-necntives (14:0). In vP»w of 
the excess of male infants with PKI' discovered hy screeidnj;,' * the rniiiUK 
supiM>rts the hyiMitlM^sis that the dlwovery of PKT' In female infants Is more 
likely to Ik» missed than in male infants. 

Of ir» infants with faIs<Miej:ative tests In whom the ty|H^ of fc*^Iin>r at the 
time of the tirst test was known, six wen* hreast fed (40*:^ ). Of IS.' Infants 
with PKI' whose tirst t«^t showed elevatHl levels j>f phenylalanine and In 
whoai the early feeding history was nvailahlc. 41 (22*/^) were hreast-fed. This 
difference Is rjof statistically significant. 



TABU l.~OEPENOENCE OF PKU INCIDENCE ON AGE AT TIME OF SCREENING' 



Age at time of screening 



Group tested 



0to4 
days 



More than 
4 days 
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Presumptive P(niUiw Hcfvcuing Trstn. — The nist nmjorlty of liifnntH with 
elevntwl U»velH of plifuylaliinhu' on scn'mliit: lt»sts have niiraml hItXHl plicnyhiln* 
iiino coucvntrath>us b.v the rhuo of follow-up. Anions thr (MMt2 InfaiUH whoso 
phenylnlanine lrvt»ls wero rlovatinl on tin* llrst tt»st. .".(MW (STi.O^r) had a phenyl- 
alanine level of less than « nijr/HH) ml on tlie follow-up: (iU)%). greater 
than « hut less rimn 20 niK/l(H) ml: and 3iiS (5.1%). greater lhan or equal to 20 
uik/UH) ml. (This data was provided hy the health departiuents in AlalMimn. 
California. Colorado, Conneetleut. Hawaii. Maryland. Missouri, Nevada, New 
Jersey. New York [Muflfalo and New Y<»rk ^Mty only), Ohhi. Ontario. Quehee, 
Rhode Island, South Carolina, Tennessee. Texas. Vlr^lnhi, and WashluRton.) 

The Infants with phenylahuilne eiuu'ent rations hetween {\ and 20 iuk/IOO ml 
on the first follow-up ftdl Inti) t.wo categories Imstnl on additional detenulnations. 
The llrst category consists of those in wliom modenUe inereases of idienylala- 
nine will persist widio on a nornuil diet hut withont risk of rotnnlnticm .""^ (From 
other mineys/ one third f)f the infants fall U\U\ tids oiteKory.) The 8<»c<md In- 
cludes those In whom the phenylalanine eoncentration will fall within a few 
months. This Kroup can l»e further sidxlivided into infants witli and without 
assoclatetl tyrosiuemia. Tyn)siae eomvntratiims were reported In S5 of the 
Infants whose plienylnlnnlue level was hetwtH»n 4 and 20 mjr/lOO nU im the llrnt 
follow-up exnminntlou. In 43.59?-. elevattil tyrosine levels (greater than 4 nif?/ 
100 ml) were reiK>rt«l. No tynwine level elevations were found in Infants who.se 
folloAV-up phenylalanine value w'as Kn»ater than or e(|nal to 20 m^/lWud. 

Only 5.19c of infants with phenyhdnnlne Increases on .sonrnluK had bloo<l 
phenylnlanine levels i»f greater than or tMpnil to 20 m^/nH) nd on follow-up and 
can Iw considered to have elnsslcal 1*KT'. As *27.ii% of tlu'se had phenylalanine 
levels on screening of 10 mp/lOO ml or lt»ss.* any effort to Improve .s|Kvlllelty hy 
raising the cutoff level nlK>ve 4 (»r i\ tw^/UH) u\\ would residt in Kr«iter failure 
to detect PKU. If nil other facti»rs were k(i>t ctmstant. 

Tinic Before FoUoxc-t'p. — The length of tlnu» hetwwn screening test and fol- 
low-up may have some Itearluf? (»n the pn>f?nosls. KauK et al reiM)rt that Infants 
treate<l A^i'thln the first 3 weeks of life have a lH»tter ontconu* than tho.se tnnite<l 
between 3 and 0 \vtM*ks of ajre. 

The mean inten*al lK't\vt»en scre**ninK test and follow-np for 1.283 infants 
whose initltil phenylalanine (ronctMitmtlon was elevateil was 24.1) ilay.s. In 22.09^'. 
the inter%al wns uu>re thnn 30 days. The Interval dlfifen»d sliridflcantl.v In the 
11 different progmms provldlnjr <latn f Chl-s(iuan' equals lfMJ.431 : decrees of 
freedom. 20: P<M\). 

Variation in Jncitlmce. — In tJie 31 states (and Ontario and Quebec) pro- 
vldluf? dnta. the mean standanl deviation of all Incidences of l*Kl* wtis 0.7 
±. 3.9/100.000 (»=49r) i>henylketf>nnrles: ran^e. 0 to 10.8/10O»00O). The mean 
Incidence Is close tc» that predlcttMl from the fnniuency of the condition nmoujr 
instltutionnllzed mental defectives." hut the nnure Is snn>rislnK. A nirad)er 
of factors contribute to this varlatlt>u : 

1. Chance. — For a dlsonler as rare ns I*Kt*. more Infants will have to be 
.Mcrwnetl in sonu* .'<tates before the incidenct* Is {"^onsldertMl statistically reliable. 

2. DiffcrcncoJt in Dingnmtie Criterin. — The Incidence of PKt^ In Infants known 
to Imve a blofnl pbeaylalunlne level of 20 nnr/lOO nd (»r nu)re prior to treatment 
was n.3/100»00O. The incidents of infants belnjr treated for PKU at the thne 
of the sur%'ev was somewhat hlfflier. (i.4/l(M).00O. Some treateil Infants might 
not have had bloml phenylalnuine levels (»f 20 mg/lOO ml or more prior to 
treatment. 

3. Ethnie Variation. — States with n large pro|x)rtl<»n of births In families of 
Irish " or Me<llterranefin dt^stvnt " might be expntwl t(» have a higher incidence 
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of PKU. Three Btniw with rt»huivt»l.v hl^h IncMenws of VKV (('oinuH'tlout. 
MaHHachiu^ettH, and IUuhIo iHhiiul) hIko hud rohitivoly hUh pniiMirtUxis of Mrnt 
uiid smnid (^cuonitiou Irish and lIuHauN In tludr popuhitioiis in Init Tor 

the (itlier fftatwi, thon» was no (s»rrphUion hotwoon tUo liu'ldoiiiH* and the i>rt»iM»r- 
tloii of ttnrt and st^cinul «iMu»mtl(»n Irish or Iralhins In their iH>i»ulatlouft. 

4. Vacation in Lnlmnttovif /Vr/orw««oc.— TahU» 2 Indlt'ates the inclUeuw of 
preHiiuiptive i>asltlv<» (JuthrU* tests lunoiiK all InfantN sereened al :i ilnys of UKe 
in tliOHo re>cion« in which a (hi.w of age was ihe modal day of sermdnK (with 
the exception f»f MnsMachnsetts la whieli day I was inmlal aiul day W next). The 
hlsrh Incidence in ^tassaellUNetts Is i)arlly oxplaliuil l»y It.s use of a lower cnl-off 
value (2 niK/lOO nd) (han the oUier stales, which employ i niK/llK) ud >vlth 
the exci«ptlon of Afaryland. which uses U iuk/KHJ ml. 13<»splte this high cut-off, 
Maryland hnH the second highest incidence. 

TABLE 2.-INCIDENCt OF ELEVATED PHENYLALANINE LEVEL ON GUTHRIE TESTS PERFORMED ON THE 3d DAY 

OF LIFE 



SUtt and year 



Number of 
InfanU with 
elevated 
levels 



Kentucky. 1970 24 

Maryland, 1968 38 

Massachusetts, 1970 81 

Michigan. 19€8 9 

New Yorh.BuHalo. 1970 1 

New York City, 1970 18 

Oregon, 1968 4 

South Carolina, 1970 4 



Total 
screened 



21. 120 
25.180 
29. 470 
80. 140 
19.465 
52.467 
15. 893 
12.615 



Incidence 
per 
100,000 



114 
151 
275 
11 
5 
34 
25 
32 



lliis sur\*ey Indicates four problems in scrwning efTeetivent»ss : 

1. Infants Not Serccncil. — While viriaally all ucwhorns are .screened In some 
states, fewer than 10% are scrtH»ne<l In otiiers. In the .states providing *lata. there 
were 147,534 newhorns who were wot screened in the year c<»venHl hy the .survey. 
As the Incidence of I'KU. disc(»ven'd as a restilt of screening. In these .sjune stales. 
In the same year, was 45.4/l(K),lMX). ai»i>n»xlmately eight Infants with I'KI; were 
not .screentHl. (Sixty-three wert» dl.scovered l»y screening.) 

2. tiJarly Age at .Screening. — There Is a grt*nter prohahlUty of deUK'tlng I*KU 
If Hcreening Is |>erformwl after fottr days of age (Table 1 ami lloltzman et 
al**). Unie.ss it is acceptable to miss ai>proxlinately 57r to 10% of PKI' infant.-^T 



the tlme-dei)endence f»f the bhxNl phenylalanine concentrathMi of newiiom 
phenylketonurics requires either that Infants n(»t be discharged fnau ntirserles 
l»efore 4 days of age (»r that th(»se df.scharged early l»e screened after unr.sery dis- 
charge. Infants with VKV .screened (ui tlie tlrst four days (»f life whose screening 
test was positive had lower vidnes on the screening test than those screened 
later.* 

3. Delay In FoUow-Kp. — In s(m»e states, more than KyOf/o of infants with elevated 
levels of phenylalanine on screening-test results were followed up within two 
weeks, wherea.s In others, fewer than 20*7r were followe<l up in that time. Irre- 
versible brain damage lalght (H*cnr before diagnosis could !ie conllrau'd in the 
phenylketonurics and low-phenylalanine diets Instituted. This problem Is even 
more severe for disorders stich as gidactosenda a ad ample synip urine disease In 
which death In the tieotuitnl period Is not unusual. Screening for these dl.sonlers 
will not prove beneficial unless rapid follow-up is assured. 

4. Laboratory Perfornmnce. — The variation in the incidence t>f elevated levels 
of phenylalanine on scre<'ning tests (Tnble 2) suggests that n<»ticeab]e differences 
in the i>erformanti.» and inten)retatlon of the Onthrle bacterial Inhibition assay 
test exists. 

The problem of laboratory error is compounded hy the fact that In some states 
more than one lnbornt«»ry perffjrms the test. Fu Pnilfornia in UHI7. at li»ast II H 
laboratories i>erformed .screening tests." Variability due to dirTerences lii Inbora- 



"EfroD .ML: ClAt^Biciil ami MecMtorranean iihpn.vlketonurla. In Nylian W fed) : Aminn 
Acitl SfetnhoUntn ami Oencttr Variatton. New Vork. McGpawdllll Book Cn, Inc. 11>07 
115-117. 

" i970 Cen$u» of Vopulntimt: General Social ami Eronomic CharacttrUtica {VCliy C). 
US Dureaa of the Cphbuh. rs Governnipnt Priiitlnjr Offlco. 1072. Table 40. 
"CaiiDlDjrham QC : PKU scrcenlnjc. Calif Med 10 :11-1G. 1060. 
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tur.v methmlH tM)uhl ho mluciHl If f«»\\M»r liilmrar(»rk»H perfuriiuMl tt»st niid Htrlot. 
qimlUy LMmtrol wiik impoNod. Scvcnil uf Ww hwwvh r(MH>rrhm falH(>-nomirlV('H did 
not Imvo ceiirralixiMl kcivciiIuk or qiinlit,v (*niirnil. 

Ill onler to fnciliraro evalimrioii in fnrun» pro^rauiH, hU\u*h Hlioidd a^riH.' on tin* 
Infornmtloii nMpiired and Nrandartliy-c riK» fonuN dnikK 



rtVnin rtMllfttrlr Nnwu. Mnroh lJ)7n| 
iMMTNOAHNAV VHKU TO HoUKKN N'KWIIOKNN KOK 11 YI><)TII YUOHUHM 

( WorUi Mcdhtil i^CDortH) 

St. Loir 18. — Kvory nowborn in tlu» Trovince of Qnt'htH? Ih now lieing Heroened 
for liy|>otliyroidlHni by means of n recently dovoloped iinnninoaNHay that can nieaH- 
urc thyroxine rapidly and atrcarattdy on tlio flfth day of life. Dr. .lean II. Dun* 
Hault report (Hi at the American Tliyndd AHNoeiation nieotinK. 

Vnmi the 4l),0fl() nuMiHnrenientN nnulc so far. the frnpniHW of acHiantal hyim- 
thydroidiHui nppiMirs t(» be a boat 1 : 7.000. warranting Nneb a ninHN Here<MdnK pro- 
(Crani. said Dr. DnsHanlt, of Ix? CVntn? Hospitaller de rr-niverHit(i r*jival. Qnobec 
City. 

Thyroid borinoneH are eNNential for normal brain deveb»pnumt and Krowth. It 
wonhl therefore !»r exiM»ctetl that enrly trentnient of hypotliyroidiHni conld pre- 
vent the nenroloKlo nnd mental defleitN KCNtnidary to thyroid dolleicney early In 
life, he pointed ont. 

H<»wever, becauHe of the clinical difflenltleH involved in making: the diaKHONiH 
of neimatal hyiM»thyroidiHm. the disease is Neldom detected iM'fore the third month 
of life, after irreverHihle central nervons NyHteni danni;:e Iuih ocenrml, he Naid, 

USKH TIIVIIOXINK ANTinoOY 

The test Dr. I>nHHnuit deseribetl ohch a Hpeeitie thyroxine (T4) antibody that 
(*an dKe<'t the hi»raioae in eluate of driiNl IiIinhI spotted oa filter paper, 

la Qnebec. almoHt every newborn Is screened for mnltlple inborn errors of 
metaholimn. and tlie bhHKl is taken at the tinu* of discharKe froni the neonatal 
nnit, The spottMl tilter paper Is sent to the Central Lnboratfirj- of the Qnebe<' 
Network for (icnetlc Medicine. I>r, Dnssanlt said. 

The meaa T* coaci»ntratb)n obtalaed fn)ai tlu» 4SMMK> auMisnn'ments ha.s beea 
l.(U)nK/40 ^1 drieil biood. 

Whenever the T« valne has been ftnnid hebiw 0,4 nK, the snhjeet 1ms been im- 
mefllately rocalletl for n new bl«)od sample, If tlie concentration is between 0,4 
and 0.8 UK, tUv measorement is repeated from the orlfrlnal Miter paper and only 
then, if the valne is still below O.s n;:. is a new .simple reqnirtNl. I>r. Dnssanlt 
explained. 

A total utOA)% of the snbjectH screened have been recallfKl, he noted. 

onXAlN HKIllTNf 

Serum had to l>e obtained from 10% of this new p(»pulation becanse ufcnnflrmcd 
b>w T« valaes. nnd then the free thyroxine, triodothyronine. and thyroxlne- 
bindinK Klobulin (TBG) were nioasnred in ttu^.'jenun. 

In this way, .seven hypothyroid infants and three with nbnornmlly low TWG 
have been tictectetl. Dr. Dnssanlt reported. 

In all instances, the T* concentration in the elnatc was belnw 0.3 a;::, he naid. 

False pt>sitives have occurred In 0.\)% of the measurenu>nts. and this is con- 
siflered an acceptable nnniber. equivalent to abrmt 15 .snmph's p4>r W4*ek ont r>f 
l.SOO. It l.v almost impossible to obtain valid data on fal.se ne;:at!v<<s. but none l.s 
known to have t)ccnrred. Dr. Dn.<;sanlt .saitl. 

In sum, the immunoassay seems to tie a method of ctioice for ma.ss .serreniuK of 
nermatal liypothyroidisn), at a c'»st of about :{0 cents a .snmpte. he snUl. 

Dr. Dussault's a.*<K0ciates in the study were Dr. riaudc TiUlwr^rc and IMerre 
Ctmlomlw*. 
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[Krom Medlcnl \VorlU N«wm. Ovtubor U. 1074) 
Zbhoinu jn o.\ IIvpoTUviioiniHM Mwn Karluik 

For moRt hyii<tthyrolil tiifiuitM trrovorntlilv Imitn diituiitfc' ho^inH at litrtli« 
(\n<l llfo \h (lownhlil from t\wn on. Htit a now noonatnl HcnK*nlnK ti'Ht. now lietng 
nsiMl in QuoImh!. ptnpuintH the dlHorder niontliH— oven yonrH— liofDro clhitnU Hyui])* 
toiUH nnrnuUiy ai>iM'ar, ailowluK for pn>tni>t f roatinoiil. 

Bndeintc Koltor \h iioncxiHttMit in {lovoiiiped natloiiH. Hut. uoonatal hypothy* 
roldlHUi-^iTotlnlHin — HtrlkoH nl>out one In IL'.(KN) Quehoc luihioH. Or. Jran DoHHault, 
the ti*.8t'H devolopor, told the American Tliyrold AHHoelatlon nuH'tluK In St. IiouIh 
last month. )tH primary cause.s arc e<MiKenttnl und<*rdevWopment of the thyn>l«l 
ghind ami dyHhornionoKeneslH — thoUKli nmny otlier ('ontlrnuMl eaHeH n*nuilii un- 
expialm'd. ItM Incidence 1h altout the nnme aH that of piienylketonurta, Hon^enlnK 
for wlileh 1h nmudatory In Quel>eo an<l In moHt of tlie U.S. 

"On the iMiHiH of our pr<»Ment knowle<lKe. liyiwtliyroUllwn woiUd he an excel- 
lent dlHeuHe to teHt for in ne\vl>orn iMihieH,'* e<miment(Hl Dr. llarvey lAny. prin- 
cipal InveHtiKator at tiie .MaHHncliusettH Metalndlc DlHorderH Detection l'n>Kram. 
"It appears — and we don't know for huh* — that the l>ahleH are horn uornml an<l 
then develop i»rain damaK<' and other orvanie prohleiuH. Uufortuuntely, l>y tlio 
time a eldld is exlUiiitin^ enough cliuical Hvniptoms to he dlaKnoHe<l hy a pliy- 
Hielan. it's often too late for treatment. On tlie other lmn<t. hormone therapy Is 
Hlmple nnd readily nvailahle. To nUnlnU/^^ hraln damatireone would want to hegln 
treatment as mon as poHHihle after l)irth.'* 

Tiie new test, done a few days after Idrth. involves radioiinmtinoassay for the 
thyroid hormone, thyroxine, in a pinprick blrKNl siN>t ohtaintsl from a n«*whorn'H 
he<«l. U costs only nlnrnt 125^ |H*r test, since tite siM>t ran 1m' unule on the same 
(ilter paper used to test for phenylketonuria, galactosemia, nnd tyrosinemln at 
clinics like I^avnl University's centni! laboratory of the ynehe<' Network for 
Genetic Medicine, where Dr. Dnssault works. 

\ normal Infant s thyroxiite c(meentmtlon Is ahtmt 1.0 nf;/40 ^1 of dried hlood. 
wiien the Quebec laboratory <letects a rending b*ss thitn half that, tlie orlKiunl 
Humple is retested. If the first ren<linK ts less tlmn 0.4 ng. the infant is lmme<ll- 
ntely reculksl for a new hlWMl sample. In eitlier cas«'. if the second rending is 
again l)elow O.H ng. tlie infan? returns to tlu' I>a\al T'nhM'rsity clinic for four 
furtlier thyroid function tests. At th<» pri^sent level ut efficiency. Dr. Dussnult 
says, a Iiyi>othyroid infant can 1m' dis<'overed and begun on hormone treatments 
within tlie first mimth of life. 

'Since last April the liiival I'ldverslty clinic (on<' of three using the t4»st In 
Quebec) has screened about 55.000 neonatal blood samples, discovering seven In- 
fants with neonatal hyiMitbyroldlsm. The assay has the <lcsimhle fault cf over* 
sensitivity. Of the first ten po.sitlv** n'sults only six turned out to be true ah- 
normalitles on further testing, a ad to Dr. Dussault's kuo\vle<lge there Imve been 
no false-negatives. 

The procedure has also been used on an ex|M'rimentnl Imsls hy physicians In 
Toronto. After screening about 1.300 Infants at tb«' Tniversity of Toronto's Mt. 
Slnal Hospital, the Toronto team luis confirmed the tests accuracy. In their 
study, four of the 38 Infants who had i)osltive n'sults were abnormal on retest- 
ing, and one of these was truly hy|M>thyroid. reiM)rt.s Dr. .John O'Donnell, one of 
the Toronto Investigators* 

"As soon as we can get the financial support. w«' ho|K' to set up a testing pro- 
gram in Toronto nnd eventually on a provlucewide bnsis," adds Dr. Paul Wal- 
flsh. director of Mt. Sinai's endocrine division. 

American neonntologists an^ also eager to try the new test — but there are 
complications. Xot used l)efore In the M.S.. the scn^'Ulng program Is still con- 
8idere<l experimental by most hospitals, even th»uigb the sanu' pinprick provides 
blood for mandnt«'d PKIT t«'sts In some states. Dr. V. R. Larsen and n team at the 
University of Pittsburgh began using the test last month on about 500 newborn 
babies. "One problem we have Is getting a consent form signed for every sample 
we obtain," he tohl MWX. "It's quite tinn^consumlng." 

Developing and Implementing neonatal screening tests will be easier in Canada 
than In tlie IT.'S., I>r. I^^vy feels, until this country develops a more centralized 
screening system. "W(^ nee<l fewer state labs nnd mon^ regional labs." he com- 
ments. "The system we have now is wasteful nnd Inefficient." 

**Lots of times it's difficult to convince the government on a purely humani- 
tarian basis.'* adds Dr. I^rsen. **What we have to do now Is show on an economic 
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basis tliat the cost of scn-eniiiK, say, 10,()00 infants to And one with hvwthyroid- 
ism is so low that it's much better than the alternative— hospitalization in a 
state mental institution." 



[From reillntrlc Newii. March 10751 

WouM) ScRroN Infants ron IIvpothyroihism 

iror/(f MnlU^j RoportH 

^yINNIPEO, Man.— All neonates shouM l»e srn'ened for hypothvnildlsm lK*aiuso 
early diagjiosis can lead to prevention of mental r(»tanlati<in In aff^ted children 
^' V '^^'^'^^^ «^ annual sclentilU* meetinu of the Canadian Swietv 
of Endocrlnolojfy and Metubolisni. 

Xeonatal hyiHithyroidisni apiiears to be the ni<ist <'oinm<»n eadfKrine-metabolIc 
/«l:-f r?^ '"V"?^?.' ^^-^ i« nliont twice that of phenylketonuria 

(PKU), said Dr. Walflsh. of the I'niverslty of Toronto. Mtiunt Sinai Hosi;it«l 

A mandatory .screening prognini in the i)n)vince of Quebec employs the deter- 
mination of thyroxine activity in dried cjiplllary bhiod obtained from a heel iirick 
Dr. Walflsh reported at the meeting. 

"In my view, newborn thyroid screening in thi.s country i.< inevitable, and it is 
only a qtiextion of how it will l)t» organized, * Dr. Delbert Fisher .said in an in- 
terview with this newspaper. 

Dr. Fisher is chairman of an xu\ hoc committee nt the American Thvrold As- 
sociation on newborn thyniid screening, and profcs-snr of iKKllatrics ancfniedlcine 
at the University of CallfonUa Sch(M)i of M(»dicine. Lo.s Angeles. 

The committee has currently adopte<l a polity of ob.servat:on an<l study of the 
pilot progrnnis that are now in existence, he said. 

There are pilot .studies in Pittsburgh and Boston lo evaluate the dried capib 
lary l)Ioo<I metlnnl that was originally describiNl by Drs. .lean Dn.ssanlt and 
Claude Ijabergc. of the Tnlversity of I^val, Quebec. 

This technique, currently in u.se in the mandatory program in Quel>ec can 
detect neonatal hypf)thyroidism and other causes of low sennn thyroxine, but 
there are nietho<Iologic limitations that contribute to a high rate of false iM)Sl- 
tive results. Dr. Walflsh reported at the .scientiflc ses-sion. 

Another method, which appears to Im» more accurate, measures the level of 
thyrf>ld stimulating hormone (Tfill in cord bhxHl obtained at the time of placen- 
tal separation. Tills approach was flrst reported in 1074 bv Dr.s. Klein Agustin 
and Foley, of the TTniversity of Pittsburgh. Dr. Walflsh sild at a press confer- 
ence after his presentation. 

The dried capillary blood method was u.««ed to screen ,^000 infants in Mount 
Sinai Hospital. Of the children screened. i>3 were selected for follow-up on the 
Imsis of low thyroxine levels, a follow-up rate of ,^9f-. 

Of these 03 children. «S were found on further testing to he nonnal, having 
had false positive results. Only flvc children had conflrmed low serum thyroxine 
levels. 

Causes of low thyroxine levels Included three patients with congenital thy- 
roxine binding globulin deflciemy. one with n(*onatal hypothvroidlsni, and one 
with drug-induced hyimthyroidism In an infant whose mother was taking 
propylthiouracil. 

The false positives are the result of sampling and collection errors, errors 
induced by high hematocrit, and other methodologlc factors. Maternal drug 
ingestion and thyroiditis also contribute to fal.se fiositlve.s. 

Fetal prematurity and twinning can contribute to Initial low thyroxine levels, 
but there is usually spontaneous recovery. 

"For adequate .sensitivity and prevention of false negatives, we feel that the 
dried capillary blood methml requires a 2-3% high follow-up program," Dr. 
Walflsh said. 

Preliminary re.sults show that the determination of TSH in cord blood is a 
more deflnitive .screening test for neonatal hypothyroldLsm, Dr. Walflsh said. 

There is a clear elevation in cord blood TSH levels that is unequivocal In in- 
fants with hypothyroidism. 

Of 600 babies screene<l. only 1 had to be recalled for a po.s.slhle underactive 
thyroid gland, ami that baby did have the disorder. There were no false positives, 
he noted. 
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\n ln^^?r,Tr^ for te«tlnp r^w..rii.B the rate of recnll of nfmrmny be a Lctor 
In matching the ndUltlonnl lost of transportliiR the Heriim «amiiles. 

IJFEU>:«0 THERAPY 

lu.^f^^'i'?™'"" P'""'^,'"""^ or Instltntlonnllzatlon of tlieso children should also 
TOmmen°ed "'^ " '•..rlo of the screenlnB test. Dr. "vain^, 

nn^hi»^ln''?ir nn<l wcnrs spomUlcally, .so It Is not 

?? t~fl?„i«»"V.'^, " "'S^-'''^'* Poimlatlon „nd scr«.n onl.v those chll.Iren 
.hi JlZTfl. , .l^''"'-;; Infant Is 3 months „1,1. there Is a 70-0% 

chance that the Imhy will reach a normal IQ. If treatment Is iIpIiivmI Ii..v,«w1 7i 

"The^chlMren'^ "Y" "u^,'^' ''"'"'^ "^"'^ m"^"^ mnr^l^ /h^ 'a d 
The children will require lifelong thempv with thyroid hormone Init thl« l« 

ThTri'L*!:;irrI''H'"^"'"' fe-julred afte? l,le..tmeat'io„ !./ ° r^. w l/pKt^ 

Unu'Sl StSD^Nva^'sh^sSir^ " ».e 

CENTRAL QUAUTY CONTROL 

The screenlnB pr.igrams for PKK In the ttnltwl .States are niostlv stiite.Im««l n.wi 
require each In.Ilvldmil physician to ensure tha testlnB s me T^^^^^^ 
fore no central cmllty control of the lal.orntorUnolnrtr ti^(' '^n^S^ 

This Is the wronK way to approaph the problem, he snl.l 

« T^L'""'"'. ? °\ 9"^iT "P n inhoratory In which there Is 

quality control and feedback to ph.Tslclans. A screening liroRrnm In the UnUed 

«mDTel''f''„'r1„'^H^o'';""J "PPf"P'-'"t-'y >nnnaRed so'^hSrixlnmn. u"e^ 
Mmp^s for multiple testing, quality control, and follow-up are bnllt Into the 

.vn^H?m'!S}; fho7J"'"*'l*""^ sni.porte<l screening laboratories (state or federal) 
rr;:^nirmSV??r"'=';a?d"'' " '--poratlng fntur^ 

andG. Stachter.""""'''"*'''' '^^^ O I^""""- "nd A. FPxnkI 

[From the Loncet. Aub. 23. 1075. p. 350] 
Mass Screenino for Cbcti.msm 

Neonatal feeding difficulties confront the paediatrician dally. Common causes 
Include birth shock. Infection, and Jaundice; but. along °1th constlpn^^^^^ 
respiratory troubles, feeding dlfflcultlea may be the presentlVclln S^^^^ 
of hypothyroidism. The classic cretinous fades Is seTn In ^1^° quarter o^^ 
^er:^1,'S'^m'^n?tV.i^^-'"""^''"• .ncreaslng"'^.lth lll^-sl^ 

Cretinism Is a rare cause of mental retardation but a treatable one It can he 

rs l^fort.^teyr"'.'"*f.'n ^J^* enrl.v re^^Lment tlXpy 

Is unfortunately essential. In a Grent Ormond Street .series » 14 out of 1|) chl • 

H*".^'^^ """th" of nge had I Q, "over no; whereas 

only about a third of those treated later reached this level These findings are 

^ntlTfof brain ^::?,™h ^^own ThlT thy roxfne s 
«i-fnnt= i »J°"*"r"""" PJ"™"*"" nnd early postnatal life and only 
small amounts of thyroxine cross the human placental harrier 

durinL 0.n«/ hn!!^ ^fu^^" "''i'^"'' thyrold-stlmnlatlng hormone (T.S.II.) 
«nn WJ^,™"iJ houra of life, caiislng an increase In pll indices of thyroid func- 
fhJl«n^J^^Jj'''*f'""''^l"^ •'Utnmol-extractiThle thyroxine. ■«I-trllodo- 

SK°V„ fn".^ '»k"^^T^':J'* S"" tests). dlaly,i,ble thyroxine. ^d 

hJL^Shv™.rt '"ilv " ^ ralsed-l.e.. the normal Infiint Is 

hyperthyrold . Rogowskl and co-workers' report that the rise In dlalysnl.le 

« RalH. 8.. Newnii. O, H. Areht Di». CMMh. lOTl. 4n 002 
• KI»ln. A. H.. Melt»r 8.. Kenny. F. M. F, PeAiat iriia si oi9 
•Earrs. J. T. Br. med. Butt. 1B«). IB. 122: 
IM^.'km^- ° - M.. Harm. J. P.. Mack R. E. F. cUn. Invc.t. 

•BoROwrtl. p.. Rleriboek-Nleben. K.. Hansen. J. M. Acta paeHlal. ,eand. 1074. 63 201. 
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rhyroxine parallels tln» risi- in mtiil thyrdxino: tluTofore thv Increnst' in plasnift- 
thyroxine iR not ojiusimI hy an iiKTenso in thyroxin!- binding protfins. as Ims ht*9n 

I'nti) IntHy only ^mall series of infants have l»een stiidiod. iKH^aiisc of the 
ipuintity of blood neetled for maoromethml t(»stinK of thyroid function. Hut now 
mioroniethodH iM^rinit testing of large nii» >bers. The series ot Dusnanlt et al.. ^ In 
Canada, is the largest so far. 47.000 ne\vlM>rns have been studied hy a clieai). 
roliahle mloronietho<l using the T4 ti>st, which has reveal e<l an inoldemv of 
hypothyroidism of 1 in 7000. In a suudler series from the T.S.A.. Klein and 
others* uswl a T.S.H. Hore<Ming prm-edure and found an incidence of 1 in 500. 
wliich thpy compare with the incidence of phenylketonurhi in the United States— 
1 in 14.300. These figures present a serious case for routine sore<»ning. 

Mr. Seoau I have ono question for Mr. and Mi's. Mapuire. 

Could you describe very briefly tlie kinds of trunnin nnd difficulties 
in liuvinp children with problems of this sort in termn of normal 
everyday activities that you encounter? 

Mrs. MAtsriRK. The bip^rest problem is tliey all could have Iwen well 
because of the diet. It is really not easy to have to visit your child at 
a State institution, either. I i-eally don't know what els4» you can say. 

Mr. MA(?riKK. What I think my wife would like to say is that if this 
is found out at birth they have a diet. T^fenalac. which is low in 
protein but has just enonp'h pmtein to supply the daily requirement. 

In our son William's casi*. he wii.s on a hiph-protein diet and he was 
on a re^dur normal diet which was hiph in pmtein. So. this accelerated 
the disease. If this diet had been followed nnd adhered to. as we would 
have done for the first years of life, after that you could drop it 
and they would be nonnal. 

Mr. OmxGF.R. Mr. Wunder. 

Mr. WrNDKK. Xo questions. Mr. riiairman. 

Mr. OmxoER. Thank yon very much, Mr. and Mrs. Mapuire, for 
beinjir with us. 

Mr. Haokrtv. Mr. Cliainnan. you will hear some success stories 
durinp your hearings about early sciveninp and the efl^ect of it in 
pnwenticm. He it we don't have that lieriiuse of lark of early soiree n in p. 

One moi'e important thinp here was the lack of uniform testinp; 
the quality of testinp is at issue here, of enurse. 

We have the parents of three retarded chilrlreu who economically 
will lx> disastrcms over the lives of thm* people. The institutionalized 
child i*epresents an annual cost of $2O/)00 and poiiip up aimunlly for 
institutional care for that ruie child. 

The cost of this child in spe^*ial education is four times what it would 
Ix' for a child in nonnal education. 

Those* kinds of costs can l>e projected for these three children for 
this family, either tax dollar-s of the individual family* itself. 

Mr. OrnxoKR. Wiat kind of facilities were available for the 
Mniruires in their conuuunity ? 

The children were born in the hospital. 

Mr. TTa<ikrt\*. Mr. Chairman, von would think the facilities were 
adeouate to meet the problem and diapnose it early enouph and treat 
it. In fuct, one child was l)orn after the passiipe of the mandatory 
PKV statute in Pennsylvania. That is why it is so difficult to under- 
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stand vvliy these fiiiliims occnrrerl. Tint it occiirrorl l>oraiis(» of a lack 
of iimfonnity m tostin;: and a lurk of. ns the doctor lostifiod to 
earlier, the onti-oach pro^nmis hoin^r nionitoml i^roDcrlv at the 
national level. 

That brin^rs ns to ^rrips with what our national priorities are ajid 
how can we otroctivoly see the dollai-s put forward so that these ajronts 
m ashintrton can 1^ nstvl to the bost iidvanta^n.. I don't proi^ose we 
should fro the route of takin^r moneys from another deiiartment and 
pennlizin«r the State at all. ' 

I do i^ropose fast coniinp: to nrj ips with the States vim-sus n Federal 
system prol)leiu of priorities aiul how to deal with them 

Mr. Sii.AUP. Could I ask counsel further: It disturbs lue, althoucrh 
1 uiKlei-stand i^rior to havin^r tho tcstiii;: tJuMc was no wav to disco^^^ 
about the first child, but the same problem with the second and third 
child lK)t lid's mc more because obviouslv actions had l)een taken in 
the interim. Is theiv any sy.stem in that hosjiital or in the State of 
l^ennsvlvania where bv records aiv kept so that one would lie more 
sort" to thus problem if it nin in the family or somethinjr of that 

Mayl^e I don't undei-stand the disea.se. 
e ^Jl\ ^l'^^/'^'^^ - I "ssure you. Mr. Sharp, that after this case went to 
sui that they are keepincr records now that tJiev did not keep before 
and thev ait* much moi-e attentive to the problem.* 

Hut. because of the lack of inonitorin;:. the deliverv of the te.stihir 
and Jiecaiise of the on^roin^r review of the ca.ses ns the prior witnesk' 
testified, the doctor from Washinprton here, this is a child who fell 
between tha^rajxs even after we had mandatorv leirislation for PKV 
screening. . 

Wieii a small county like Delaware (\)untv decides it wnnts to do 
Its own lab testing ami does not have the facilities or the number of 
testings per week or per day that (^hildrcn s Hosijital in Philadcliihia 
would have It tends to let the testing devire lie until thev have enough 
to send to the lab. That kind of slipshod method lets this thing occiVr 

Mr. bii.vRP. Is vour imi)ression that the testing api)aratus did not 
work properly or just that even if it worked proi)erlv the child would 
nave to be reexamined at .some other date ? 

Mr. HAOF:RTn\ Mr. Sharp. I defer to trial counsel. 

Mr. MrDoxNKXU I am going to have to object to that. That mav 
well bo one of the issues in the civil litigation in which we are involved 
1 would prefer that it not l)e answered bv mvself or oi)i)osinir couns(d 
with your indulgence. * it h 

The economic welNbeing mid entire future of the.Kc peoiile are 
involved and significant ongoing civil litigation obviouslv is the 
reason for our appearance today. 

Mr. OmNOER. We certainly would not want to interfeiV with that 
litigation. 

Mr. SANTixr. Thank you. Mr. Chairman. 

The disturbing implication of this kind of testimonv is. to my mind 
as a father of a child who was born with a birth defect*, how ninliv chil- 
dren do we have in State iastitutions throughout this land who witli 
proper screening, as Dr. Green sujurgesterl. would not he there at all? 

Have there been any investigations bv the Department of Health 
Education, and Welfare to answer that kind of question ? 
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Mr. HA(;Kin Y. Mv. Siintini. the popnlntioii of Stato iustitiitioiis. 
facilities for retiudcd, epileptic or cerebral, is upproxiiiiatoly 210.000 
throii«rhoiit. tliiscouiitrv. The doctor testified rtpproxiiiiutcly 10 percent 
of those could have hceii caii<rht in curly sci-eenin^, as you are aware. 

The uuijority conic from s(H ioccouoniic. dcj)rived areas such as the 
lead poisoniu*; that yon hear<l ahout. when the child eats lead paint, 
and that can result in brain (hnna«re. and poor diet control in socio- 
economic areas. 

Yon luivc 210,000. Ten percent of those would pi-ol)ably not have 
occurred and would not be perinaiu'nt if early sc reonin*; wl^w used. 

Mr. Saxtint. What is the cost factor for nuiiutainin*;. if there is a 
national average, one child in a State institution for 1 year ^ 

A[r. Haokictv. Mr. Santiui. I can't talk of tUr national uv<*ra*re. IVnn- 
sylvania is$20J)00 per child, 

.When the niandatory rc«rnlations «ro intoeifcct. v. hich are presently 
before IIEAV. it is niy opinion tin* costs will increase i)y live to $100.(M)0 
per eliild per year. 

M\\ Ottix(;kk. We will have represents ives from the Departuu'ut 
of Health, Education, and Welfaro bcfoie us tomorrow. 

Of course, we have with us today, who is more knowledgeable 
in this area than auyl)ody else I know. l)r, Cohen, whom we will hear 
from later today, 

A[r. ^^^•l)o^'^•Kla.. Mr. (Iiairnuiu. to *rive yon a key to the seriousness 
of the incidence of this particular dis(»ase. thi.s is the most sin^rle 
inherited retardation disease which i.s cural)lc in the Tnted States, 

Tu other words, tliis is a totally iiiruble disease. There is no reason 
why any of these three children should have had mental retardation. 

Mr. OiTiNtiKR. I want to thank you very unu h. 1 know it nmst have 
been diflicult for you to (»oinc here. Mr. ria^rerty and Mrs. Mapiire. 
But I think yon will be of help to us in tryiu<r to prevent this kind of 
problem for other families in the future, 

AVe do appreciate your l)ein^ here, 

Mr. McDoxxEu-. Thank you. 

Mr. Ottixger, Our next witness is Dr. Gerald Mass. Boston, Mass. 

Pie also had with him a family that has e.\perience in this case 
vision problems attril)ntal)le to lack of screen in*r. 

r>r. Hass. wc a])preciate your l)cin*r with us. If yon coidd also submit 
a statement for us we would Ix? glad to i*eceive it. Yon proceed as yon 
feel best. 

Introduce the family that is with you. Thank yon for l)ein<r with us. 

STATEMENT OF GERALD HASS, M,D., PHYSICIAN IN CHIEF, SOUTH 
END COMMUNITY HEALTH CENTER, BOSTON, MASS., ACCOMPA- 
NIED BY MRS. JOVITA FONTANEZ AND MELINA FONTANEZ 

Dr. Mass. Thank you. Mr. Chairman. 

r .should like to introduce Melina Fontanez on my left and her 
mother. Jovita Fontanez. 

Mr. Chairuuin. niend>ers of the Subconunittee on Oversi<rlit and 
Investi«r.ition. thank you for the opportunity for appearin<r before 
yon. 

My name is Gerald Hass and I am a practicin^^ pediatrician and 
physician-iu-chief of the South End Conunuuity Health Center in 
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Boston, Muss. With my collon^rncs, 1 ttiko care of 0,000 cliildren in the 
inner city of Boston, Most of tliosc eliildmi niv rccipicMits of nuHlicjiid. 

1 havo been pnicticin;,^ medicine for 17 yenrs, mn on tlic teaching,' 
faculty of Boston Umvei-sity and Harvard' McMlical School and 1 am 
a fellow of the American Academy of Pediatrics. 

In 1969, t()«retlier with a ^noup of people in search of better health 
care for their chihb'en my colle.a«rtie Mel Scovell and I dcsi^niod and 
fonnded a nei^rhborlKHxl health center. I'he South End Commmiitv 
Health Center has for the inist (5 yeai-s delivered care to a mixed ethnic 
mner-city connnunity inelndin«r 70 percent Spanish-Americans. Tn 
lOTT) it was voted the most oiitstandin<r health center in Mas.Kachnsetts. 

Our source of funds are principallv medicaid earned by seeinc 
patients. ^ ' 

AVe are proud of the fact that we are fiscally solvent and this we owo 
to the skill and mami«rement expertise of our cofouuder Mel Scovell, 
who is iiow the head of the Massachusetts medicaid pro^rpam and is a 
recognized mitional authority on the niana^rement aspects of the deliv- 
ery of health care. 

Your invitation to iiu; specifically re(|uested that 1 would brin«r with 
nie to<biy a patient who wouhl illustrate a iiunlical problem that woidd 
show you a real life situation aiul how it was handled in our health 
center. 

Mehna, who is with me now, is 12 ycai-s old next week, and she was 
one of our fii-st patients. She had a condition called lazy eye blindness, 
the medical uaitu* for which is uud»lyopia aiul I am happy to tell you 
that she now has excellent corrected' vision in both eves. 

Melina's problem was fir.'^t noted by a school visi()u screeuin«r pi'o- 
^rrain and she was referred into a hospital eye department. She mifor- 
tumitelv did not follow throu;yrh at the hospital I)Ut the condition was 
acrain picked up because by this time she was in re«rtdar pediatric care 
in our heaUh center and vision testiu*r wa.^a part of our care, We uuide 
sure tluit she followed throu«rh by having iior seen bv an eve specialist 
and we emphasized the importance of weariii*r her jrlasses which woidd 
correct her condition. 

Because we found nuiuy similar ^aps between dia*ruosis and treat- 
ment of eye conditions we developed our own eve care service within 
our health center. We brou^rht to«rether optometrists and ophthalmolo- 
gists workiufT closely with other health pmfe.ssionals so that children 
and adults coidd receive the whole ran^re of vision services. We per- 
formed screening, diaguosis, and treatment. 

Melina was in a sys-teiu of cai-e that was able t(» treat her condition 
as well as making sure that she followed through, because she attended 
for all her health needs. This is called comprehensive care. 

Melina's mother became very much involvecl with the health center 
eventually becoming the president of our governing board. Through 
her concerns for her child's health care she developed a real under- 
standing of the meaning of comprehensive eare and the importance of 
a contiimous relationship l>etween a family and their source of health 
cai*e. 

Dr. James Hughes, a pediatrician in Norwich, Vt., in his recent let- 
ter to the chairman of the Oversight and Investigations Subcommittee, 
referred to the concept of every child's having a medical liome. 
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This concept is vividly oxoiiiplifit»d by Molina, who nntreated would 
have lost vision in one eye. Fortunately, Melina had u medical home in 
our health center which took i-esponsihility for her total health care. 

We Inivo jven many examples of this concept. A hoy of 10 with a cleft 
palate nntreated Ixjcunse of his pareiits* fear of hospitals, several ^rirls 
nntreated with known nrinary tract infections, do/AMis of infants with 
anemia and children with mental retardation. 

These* examples arc not imiqne to onr healtli center. They are com- 
mon problems in children everywhere, and they need to l)e treated. 

The responses of many Federal planners to these problems have 
lx?en to develop propnims tlnit fra<?nient rather than consolidate care. 
Fedend lepislation for early and periodic screening, diagnosis and 
tmitment (EPSDT) was intended to nddres.s the health problems of 
medicaid children. 

EPSDT forces States to separate screening from diagnosis and 
treatment by its reporting and tracking reqnirements. 

The estalilishment of .screening programs with i-eferral for detected 
diseases may l)c tlie easiest way to develop statistics bnt is not the 
kind of health care we wonhl want for onrown cliildren. 

In those States wliero EPSDT represents a new and higher standard 
of care, one would snppoit the imposition of EPSDT. In Massa- 
chnsetts, liowever, a literal interpretation of EPSDT would result 
in fragmented and lower standard of care. 

I believe that a State tliat has the resources to provide a medical 
home for every child should not be forced to set up a separate and less 
than t^qnal healtli care system for its medicaid cliildren. 

Melina was fortunate" becau.se her condition was diagnosed and 
treated. On a nationwide s<'ale there are very many children who have 
not been treated for their known health problems. 

The American Academy of Pediatrics 5s currently focusing on 
tlie status of maternal and child health programs in the United States. 
Tlieir findings bear out what I have expressed to yon. I would recoin- 
nient tlieir report to your subcommittee with other niaterinl wliich 
documents my opinions in more detail. 

Thank yon for your interest and consideration. 

Mr. ()ttin(SEIi. Thank yon very much. Dr. Hass. 

I am very iiitei-ested in what you say. 

Tlie administration of this EP.SDT program is not done in con- 
junction with neighborhood health centers in wliicli diagnosis is 
available immediately to the people whose problems are detected 
through screening; there is a separate screening process that is 
initiated : is that correct ? 

Dr. Hass. In many States this has been tlie way that EPSDT has 
been delivered with its accept on screening and then referral elsewhere. 

Tliis sets up a fragmented health care program. In jrassachnsetts, 
we have been very fortunate to try to include the screening diagnosis 
treatment all at one stop where the patient is under routine regular 
care and where all the components are together. This we call health 
care. 

Now. the problem has l>een that the Federal regulations for EPSDT 
demand screening statistics. Tf yon don't screen; that is, if you look 
after children properly by giving them proper health care, you can't 
deliver .screening statist ics. 
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, Your own coniniittco sent out a questionnaire askin^y for screening 
statistics. That was a very tough questionnaire to answer if you look 
after children instead of screening them. 

You see^ this is a paradox. As a consequence, we in Massachusetts 
are potentially in danger of being penalized because instead of screen- 
ing we provide comprehensive health care. 

But vve recognize that EPSDT is an attempt to involve States in 
providing care and we think that in concept it is a good idea; it is the 
way that it is carried out that gives us great concern. 

Mr. OrnxGEK. Mr. Scheuer. 

Mr. SciiEUER. No questions, Mr. Chairman. 

Mr. Ottinoer. Mr. Sharp. 

Mr. Sharp. No questions, Mr. Chairman. 

Mr. Ottin'ger. Mr. Santini. 

Mr. Saxtini. No questions. 

Mr. Ottixger. Counsel ? 

Mr. Segal. 1 would like to ask, Dr. Hass, what would have been the 
consequences if the lazy-eve problem of Melina was not treated? 

Ur. !Lvss. Melina would have suppressed the vision in one eye. 

After a period of time, probably 10 to 15 yeare, she would have been 
essentially bluul in one eye. 

You may think that is not necessarily a problem l>eca\ise you always 
have one good eye. The problem arises if something should happen 
to that good eye in which case she would have been completely blind. 
Yet this is a completely revei-sible and eurablo condition if detected 
earl^\ That would be under the a^e of 10 and ineferably under the a^je 
of SIX. It is like PKU. It is s<>- -tliin^r that is u suro-firc disease to pick 
up early with a superb c 

Mr. Segal. How pivv;r Jiis? Out of approximately IIV2 mil- 
lion children who were iiol iceiied last year, how mauy nii^rirt you 
e.xpect to be children with lazy e^-e ? 

Dr. Hass. The figures that are given are at least G percent of child- 
hood population. 

Our ngiire in our health tenter is somewhat higher than that. It 
is probably around 8 to 10 porceiit. 

It is a familiar condition, bv the way, and can be detected in families. 

Mr. Segal. So you are talking about approximately, if extrapolated, 
600,000 or 700,000 children out of the unscreened poj)ulatioii who might 
be expected under normal epidemiological factors to have this disease ? 

Dr. H^ss. The figure would be of that order. 

Mr. Segal. Thank yon. 

Mr. OmxGER. Mr. AVnnder. 

Mr. WuxDER. Dr. HavSs, you mentioned in your statement a boy 
with a cleft palate whose parents were afraid of doctoi-s. Is that a 
big part of the problem in liffht of the fact that we have volunteer 
programs now that there is reluctance on the part of parents to liring 
in their children and how do you get at a problem like that ? 

Dr. Hass. I am happy to tell you that we worked very hard with 
this family and were able after something over 6 months of intensive 
friendly persuasion, to Ixj able to get this child operated on. 

I saw him recently at 10. His palate is superbly closed, his speech 
is good. I think it is a relatively minor problem compared with non- 
accessibility of health care. 
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Tlio misoii 1 raised tliis oxuinplo was tliut education, uiulei-stuiiding, 
and trust are essential parts of eoinprelieiisivo liealtli care. You get 
to know your patient. 

If a child is being screened in KSPDT, l)oing stM'eenod hy perliaps 
a paraprofcssioual and ditlVrent pei^son i^xovy time, tliev nniy never 
build up tlio rapport and trust tliat is necessary. 

My answer to yom* (luestion is tliat I don't tliink tliey liad the op- 
portunity of ever having good lienltli caiv so tliey never leanunl to 
trust anybody. 

Wo found tliis particularly in n niignmt population who have never 
had the opportunity of good care. 

1 think you have to deliv(M' the good care to nnike surc that the 
things that arc sci-eened are taken care of. I agree, yon have to scr(H»n, 
but that should be part of the care; otherwise, yon are doomed to 
failure. 

Mr. Sk(;ai.. Thank yon. Dr. Mass. 
Thank yon, Mr. Chairman. 

Mr. Ottinokr. I wonder if Mi*s. Fontanez or .Melina have anything 
they would like to add, having taken the trouble to come. 

Mrs. Fontanez. could yon give ns a statement in terms of how the 
health care system is available to yon and wliat yon feel as a parent 
ought to lx> done to improve the sitnsition ? 

Mi-s. FoNTANKZ. I think a migrant family, a poor family, and \woh- 
ably working poor becan.^e we are not just speaking in terms of me<lic- 
aid patients, we an* speaking of working poor who might not be 
able to afford healtli insunince. This screening and healtli care that goes 
on at a liealtli center level in a connii unity S(>tting is very important. 
Thorc arc many folks who. heeaiiso of language |)rol)lems, do not trust 
tlie university hospitals or city hospitals because of the care they luive 
gotten during the past : they are very distrustful. 

The liealth couunnnity setting has conmuniity people working there 
and in our particular health center we have bilingual people. 

You form a friendly atmosphere so that you do not feel liarasscd 
if you come there or if you come late or if yon may not come on your 
appointment date. 

We try to make sure that tlie people come on their appointment 
date. Many times peo]>le have other priorities come up, working, 
going to school, whatever. T believe that health centers are the only 
way to provide good health care. 

Mr. Ottinokr. Ts Dr. ITass' healtli center available in your com- 
munity ? 

Mrs. FoxTANEZ. Yes; inst down the street from me. 
Dr. Hass. T think Melina wants to say something. 
Ms. Foxtaxez. T want to thank the health center because if it was 
not for them, I would be blind right now in one eye. 
Dr. Hass. Thank you. Melina. 
Mr. Otttxokr. We are very glad too, Melina. 
Thank you all for being with ns today. 
Dr. Hass. Thank you. 

Mr. Otttxokr. Onr next witness will be a member of the full com- 
mittee, our distinguished colleague. Congressman Ralph Metcalfe. 

We welcome yon before the subcommittee. We will be pleased 
to have yonr testimony. 
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STATEMENT OF HON, RALPH E, METCALFE, A REPRESENTATIVE 
IN CONGRESS FROM THE STATE OF ILLINOIS 

Mr. Mktcalke. Mr. Clmirmuii, I \vould first liko to congratulate you 
and the membersof the siibcoiiimittoo for holdiii*; those hearings touay. 
Preventive child hoalth cai-e, and particuhirly the IiiPSDT progmni, 
is among the most necessary, and sadly, most ignored, of all health 
programs. 

The importance of preventive health care for children, and especial- 
ly for poor children, cannot he overestimated. We have today literally 
millions of yoniig people who are suffering fmni a desperate lack of 
medical attention. 

A recent study in Xe\v ^'ork State, for example, reports that as 
many as 40 percent of the children in school there have not received 
necessary polio and rubella vaccinations. 

Hundreds of thousands of children suffer hearing and eyesight 
problems which affect their achievenuMits in srjiool, yet are untreated 
because they have been undiagnosed. 

Many children suffer serious dental problems which will cause them 
great suffering in later life but which aie untreated because they too 
are undiagnosed. 

The apparatus for dealii»g with these and other child health care 

f)robloms exists, Mr. Chairman. We are not ronfronted with the 
aborious and time consuming process of writing new legislation. 
The Congress, in 1907, saw the need for preventive health care and, 
as amendments to the Social Security Act, enacted the early and pe- 
riodic screening diagnosis and treatment program. The program called 
for the Fedenil Department of Ffealth. Kchication, and AVelfare to 
establish this program of health screening and treatment for between 
10 and 13 million eligible children. 

The legislation, Mr, Chairman, required that this program be im- 
plemented by July 1, 1009, It was not implemented by July 1, 1909 or 
July 1, 1970 or 1971 or 197*2. In fact, the program lias still not l)een 
fully implemented. 

HEW did not only not implement the program by July 1, 190D as 
required by law, they never even issued I'egulations for tlie program 
until February, 1972 — more than years after the deadline re- 
quired by Congiess for full implementation. 

This needless and irresponsible delay on the part of HEW dealt 
a blow to this program from which it has not yet fully recovered. 

The States, in their concern for the cost of the program, nuide little 
or no effort to implement KPSDT as long as HEW in Washington 
practiced its policy of benign neglect toward the jirogram and toward 
the health needs of more than 10 million children. 

In 1972, I requested that the U.S. General Accounting Office in- 
vestigate the EPSDT program to determine the extent of its imple- 
mentation in my home state of Illinois and throughout the Nation. 

In January 1975, the GAO issued their report. Their findings and 
conclusions made clear that, despite the la w an d despite tlie obvious 
human need that the program could serve, HEW all but ignored the 
existenc5e of EPSDT for more than 5 years. 

The GAO repoi-ted that, by the end of fisc4il year 1973, of the more 
than 1.8 million eligible children living in eiglit sample States, less 
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than 58,000 had recoivcd even the mininnim screeninn; as required by 
tho law. This was a scivtMUn^r lute of about 3 porcont or. to put it 
another way, mo:- than 97 percent of the elicrible children in these 
eight States did nor receive the pi^eventive cait* mandated by act of 
Con«rrcss nioi-e than i\ yoais before, 

I should note hero that the GAO statistics referitKl to r)8,000 dif- 
fei-cnt children whn luid been screened, for the most pait, only one 
time in the 4 year period since the pro«rnuii was to have* been 
inipleiiient<Hl. 

A screeniii^r manual developed by the American Aeadenv of Pedi- 
atrics under a errant by flp^V specificjiUy for EPSDT rei-ommends 
tlnit, for preventive health care to be truly effective, S(»ven complete 
physical examination ai-e necessary in the fii-st 25 mouths alone of 
a child's life. This siinie manual recommends additional complete! ex- 
aiiiinatioiis lx» |)rovided approximately once every 2 years thereafter. 

In other words, where the G.\0 indicates that :\ percent of tlie 
eli«rible childivn had been screened once in the first 4 yeai-s of the 
pro^rraiu, IFKWs own manual recommends to the States that as many 
as eiffht separate examinations be provided children in that same 
period. 

To my knowled^. no one, not one sin*rl(. ehild, has been sci-eened 
that many times in the EPSDT program. 

It should be noted that the GAO reported on screeninp^. or pre- 
huunary physical exauiiuations. only. The States and HEW were 
unable to provide the GAO witli any figures on how many of those 
children liad actually l)een treated for illness(»s diagnosed (hiring those 
screenings. 

In sum, then, the G.VO reported that :l percent of the eligible cliil- 
dren in this country had received the minimum, limited care under 
this prognim. 

Statistics which HEW has recently made avaihible show, that, in 
hs<-al year 11)7;"), EPSDT has shown some improvement. If tjiesc fig- 
ures aiv accunite, and I must seriously (piestion whether or not they 
are, the FIPSDT s^'reening rate has iiupmved to around 12 peirent 
this year. In other words, of the million eligible children ai-ound 
the country, tliei-e were about million who still received no cai-e 
at all under the EPSDT prognim in fiscal 1975. 

The question we must ask is how? 

How could a program this important fall victim to in.sensitivity, 
disniterest, and bureaucratic ineptness? 

HEW. for the fii-st yeai-s of the pi-ogram's existence, acted as if 
tlie pi-Oirmm wasn't even there. Whether this was a deliberate flaunt- 
ing of the law or simple incompetence, T do not know. 

T do know that during the previous administration the deliberate 
sabotage of social welfare programs was a comiuon and often statod 
I^ohcy. T would not be at all surprised if some of those at HEW at- 
tempted to do to this pmgmin what was done to OEO durinci' those 
same years. 

Deliberate sabotage or not. HEW clearly did not provide tlie States 
the necessary guidance for implementing EPSDT, It was not until 
107r) that HEW pmvided the Stat<*s with screening niammls to a.ssist 
them witli the technical aspects of the pmgrani. 
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Many States have hud serious problems in providing effective out- 
reach to inform parents of the need and availability of preventive 
health care. HEW has not provided incentives to the States for im- 
proving this all important service. 

States have also made poor use of available health caiv personnel, 
^feSrr^^*^^^^ ^^^^^^ insisted on using physicians for all luspects of the 
EPSDT program although it has been shown that public health 
nui-ses and other allied health profcvssionals can perform many sci-een- 
ing functions at less cost and to many more children. Plere, too, HEW 
has not provided the all iniportant'techuical assistance necessary to 
train and pi-opcrly use allied health professionals. 

HEW has, in fact, been unable to even effectively monitor the 
progress of the program. 

HEW is obliged by Fedenil law to penalize those States which 
have not provided effective outreach and screening pmgrains. The 
law states that this penalty is to be 1 percent of the Fedend share 
of Aid to Families With Dependent Children (AFDC) funds. 

This summer, in fact, HEW did penalize eight States a total of 
more than $3 million. These penalties wore tu^sessod in the simie inept 
manner as the rest of the program had been administered, however. 
No recipients were even interviewed by the HEW regional office staffs 
charged with monitoring the program. No accurate statistics wore 
ever compiled. In fact, there seems to be no rhyme or reason for the 
assessment of many of these penalties. 

My home State of Illinois is a case in point. 

Although the HEW region V office in Chicago reconnnended Illinois 
be penalized for noncompliance, its investigation was so shoddy and 
poorly documented that HEW General Coimsers office in AA'ashing- 
ton had to recommend that the penalty not be assessed until the re- 
gional office could get its information straight. 

These are but a few examples of the kind of incompetence that has 
marked HEW's administration ai'i : v^T'SDT program. 

It has shown by its own exanii : * f ^^^ //f^ventive child health care 
is low on the list of priorities and the 8tati?s, sadly, have followed that 
example. 

In the past year, former Secretary Weinberger began to aiU the 
program one of his top priorities. * Unfortunately, this change in 
rhetoric was not accompanied by a cliange in actions. 

We nmst make clear exactly who at HEW has been responsible for 
the failure of EPSDT, It has not been those persons directly respon- 
sible for the program who have wrecked it over these past years, 
rather it seems to have been higher level officials of the Social and 
Rehabilitation Service and the Medical Sen-ices Administration and 
those officials of the HEW regional office areund the country who have 
so badly damaged this program, 

I do not know if this attitude will carry over to the administration 
of Secretary Matthews, I hope not. If it does, I hope that the Congress 
will make it abundantly clear to the administration that we will not 
stand for such flaunting of law and the will of Con«M ess. 

It is time that the executive branch understaucf that they, too, have 
an obligation to obey the law, 

I would like to conclude by briefly talking about the cost of this 
program — both in human terms and in purely financial ones. 
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Unfortiiiiuti^ly. the G\0 was uimhle to ])rovi(U> me witli a coinpjira- 
tivtu'ost analysis of the EPSDT pro^rmin. 

HEW. itself, however, has i-pooynized tliat the ])ro<rrain will in 
the end provide a net saving to the Government in its efforts to pro- 
vide health eare to low-income children. 

Keep in mind that the \:^ million children eligible nnchM' this ])ro- 
p:ram are eli<rihle for other medicaid services as well. If the (lovern- 
mcnt does not provide them preventive health care now. it will sooner 
or later be responsible for ])rovidin<r them with treatment for illnesses 
which did not even have to develoi). Dr. Eli Xewher^ri'r of Childrens 
Hos])ital in Boston and one of the Nation's most distinguished experts 
in the field of chihl health care, has estimated that a complete preven- 
tive child health care, from the time a mother is (> months ])re^nant to 
the time the c'hild is \i\ years old would cost about $1,000 per child. 
Compare that with the current rate of hos])ital care and the current 
cost of dru^rs. That $1,000. which conld ^o a lon^r way toward keeping 
a child healthy for his entire life, would not even ])ay for i weeks con- 
finement at a hospital at todays ])rices. 

In terms of pure economics, which we hear is of primary coticern 
in these days of talk of P>deral deficits and inflation, this pro^|:ram can 
represent a .substantial savin<rs to the cost of <'hild health care. 

On hunuin terms, and we nuist not forget that we are talking about 
the liealth and well bein^r of U\ million I'hildren, the cost of this pro- 
<rram's failure is incalculable. 

The cost to our society in children who c^uuiot complete .school 
simply Iwcause they cannot see the blackboard or clearly hear their 
teacher is enormou.s. There are Iiundreds of thousand.^ of children in 
this country who will have no chance of uud\in<r it iu so<'iety only be- 
cause they suffer from easily treated, but undetected, physical im- 
pairments. 

Two sets of statistics provide a valuable insi^rht into just how badly 
preventive child health care programs like EPSDT are needed. 

The fii-st. provided by the National Center for Social Statistics, in- 
dicates that, of tho.se children .screened thron^rb EPSDT, fnlly 47 
l)en'ent of tliem recpiired a referral to a ])hysi{ iau for treatment. 

The second, provided bv the GAO in its report on Alabanurs 
T^PSDT program, whicli, incidentally, was the most successful that 
the GAO st\idied. re])orts tluit iu that State, amoii^r :V.).(H)I) children 
screened there were dia^rnosed more than 40.000 incidences of illness 
of impairment. That is, an avera^rc of more than one physical problem 
identified for each and every child tested. 

^fr. Chairman, it is<'learthat these children desperately need proper 
health care. For low-inconu» cliildren. many of wlioni suffer from 
impmper diet and poor living condition.s, the importance, of ])reven- 
tivc health care and re<rular ])hysical examinations cannot be stressed 
enou^xh. 

These children need tins health care. Thev <le.serve it. It is their 
riprht. 

The law. economics, and our con.science demand that this program 
be fully implemented. 

I ean only ask liow could we have allowed a pro^rrnin of this im- 
portance to ]pail for so lon^r- 



53 



49 



I hope that these hearings will provide the answer to that question 
and also provide some insight into how we can move ahead to make it 
work in the future. 

Thank you, Mr. Chairman. 

Mr. OmNQER. Thank you very much, Congressman Metcalfe. 

The subcommittee is very gi^ateful indeed to you. 

The report that you requested from GAO to a large extent raised 
the questions tSiat are the foundation of this program. 

We are grateful to you for the information you have provided to 
the committee. 

Mr. Metcaljfe. Thank you, Mr. Chairman. 

Mr. OmNQER. Are there aay questions ? 

If not, we appreciate your taking the time to be with us. 

Mr. MjrrcALFE. Thank you very much, Mr. Chairman. 

Thank you, gentlemen. 

Mr. OmNOER. Our next witness is Dr. Wilbur J. Cohen, former 
Secretary of Health, Education, and Welfare. 

Dr. Cohen, it is a pleasure indeed to have you here. Wo look for 
ward to any lijs;lit you can shed oa this important problem. 

Without objection we will be glad to include your .statement in the 
record at this point. 

Mr. Cohen. Mr. Chaii-man, I would prefer if you would put my 
entire statement in the record [see j). 51] and within the time limit I 
prefer to just touch on two or three points and have you ask me any 
questions on the general tenor of my testimony. 

Mr. Ottinoer. We will do that and you may proceed. 

STATEMENT OF WILBUR J. COHEN, DEAN, SCHOOL OF EDUCATION, 
AND PROFESSOR OF PUBLIC WELFARE ADMINISTRATION, 
SCHOOL OF SOCIAL WORK, UNIVERSITY OF MICHIGAN 

Mr. Cohen. I presume, Mr. Chairman, that one of the reasons you 
asked me to come here is bocjiuse it is allefijed that I am tlic Godfather 
of this program that you have been discussing today and I accept the 
paternity. 

Mr. ScHBOTR. I trust the witness' use of the word Godfather was a 
slip of the tongue. 

I originally designed this particular screening program as an idea 
to try to take a step in the direction of my ultimate hope and that was a 
national health insurance program covering all children in the Ilnited 
States. 

I believe the experience that we have had in this program does indi- 
cate, first, the social and economic value of the general . approach and, 
secondly, it has identified some of the problems which I think now 
would lead us into the direction of strengthening that" program and 
ultimately absorbing it into a national health insurance program for 
children. 

In my testimony I suggest that one way, although I don't think the 
only yay, would be to take the screening program now, apply it to all 
families througfhout the Nation whose incomes are below flie jyovevty 
threshold, providing that the Federal Government pay 100 percent of 
the cost of the program above whatever amounts the States now put 
in, that is, to hold the States to the amount of financial aid that they are 
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now pvin^, and then over the roiir.se of time hopefully institute tx na- 
tional health inst ance pm^n-ani for all children under the appe of G to 
be^fin with, ultimately stepping: up to a^re 12 and then to a;?e IG or 21 
in which ultimately then the screening: pro^rram would be absorbed 
into the national insunince profifram. 

Of coiu^, if we were st^itin^ from a clear slato, I would not sug- 
gest that is the only way to anive at this conclusion. But I believe 
when you reco^rnize all the problems we have in the implementation 
of health pro^-ams, the co.st side, the )x?rsonnel side, the impact upon 
inflation, the lack of resources and facilities and so on, it is important 
for us to take what T call an incremental point of view in the develop- 
ment of national health policy. Therefore, I believe that perliaps one 
of the best ways to make a step in this whole national he4ilth insni-ance 
is not to think of the whole ball of wax at one time for 220 million peo- 
ple coyerinprall medical rai-e in 50 States and 3.000 coim ties with all the 
administrative problems, but to take a step toward a coimterpart to 
medicare by a program for children under the ago, of G to I^e^rin with, 
and put our incremental or margrinal economic resources into this new 
])roffram at the present time. 

Tlierefore, T uiight say that the same recommendation I made in 
my recent testimony to the Couimittee on Ways and Means is that if 
you are thinking of a national health insunince profn^am, why not 
.«;tart with children first? 

We have had a lot of e.xpene.nce now in the screening: and dia^rnosis 
and treatment pio^ram. We have identified a lot of pmblems. We need 
to train more personnel. But it is within om* administrative ability 
over a period ot, I think, 4 to 6 yeai-s to implement this proposal. That 
is the basic tenor of my recoumiendation, 

I also in my testimony feel that this progri'am has indicated the im- 
portance of onr continuing on a vig:orous, dramatic and comprehen- 
sive research program. 

I am also very proud of the fact I had a g:ood deal to do as Hiair- 
man of President Kennedy's Task Force on Health and Social Security 
in lOfiO with what became eventtially the National Institute of ChiYd 
Health and Hiunan Development. 

However, that institute, after about 10 or 12 yeai-s, still only ^rets 
about $12G million in the existing: budg:et. T think there has been a sig- 
nal failure on the part of the Federal Government to nndei-take the 
kind of fundamental basic research in the problems of child health 
that would save millions, I would say potentially, billions of doW. 5, 
in preventing: the kinds of problems that you heard about today. 

I have in my testimony identified a numl)er of them, taken primarily 
from the Department of Health, Fklucation, and Welfare's repoil, the 
Forward Plan for Health, ^vhich was just issued. I have included in 
my statement about ,5 to G pa^s from that reix)rt on the research areas 
of child health which if T were still Secretaiy of HEW, I would plow a 
^rreat deal more money into the National Institute of Child Health and 
Human Development for that fundamental i-csearch coupled simul- 
taneously then with a health and medical care prog:ram for children 
on the preventive, diajsfnosis, curative, treatment, side, which I think 
then would make a real step forward, 

I l^elieve your subcommittee hopefully oiigrht to look at the inter- 
relationship of the .screening prof»Tam and the medicaid portion thereof 
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m relation to pmposals for national liealtli insuninco and in relation 
to tlie protrrani of tlie National Instituto of Child Health and Hiiniau 
Development. That is the basic thrust of my testimony. 

I present the H^nires there which you know very well, that there are 
some 10 million children in the United .States in [wvertv; that our in- 
fant mortality rates are still hi^h; that they vary by St4ites. and that, 
if we arc ^roin^ to have an effective comprehensiVo pro^rrani for deal- 
ing with the health of children, we must not merely correct the defects 
that we found in the ^screening protrram, and I might stiy T whole- 
lieartedly concur in the recommendation of the Genei-al Accounting 
Office with regard to this program, and T would hope that Secretai-y 
Mathews would eliminate the disiul vantages — that is the best, word I 
can think of— that have infiltrated into the failure to implement this 
progi'am. And I feel that they are largely administrative. 

Xow, you asked some questions alx)ut'that and T only want to finish 
with one suggestion. The key reason why this progi-am failed in my 
opinion was the failure to take the States into a cooperative relation- 
ship in the implementation of the prognmi. 

Tliis program is a Federal-State partnership. There might be other 
ways and better ways to do it. through national health insunmce in mv 
opinion, but the fact of the nuitter is that Congress, in 1065, and in 
lOfw. determined that this aspect was going to l)e n Federal-State 
paitnei'ship. 

Hut under the leadership of the Department prior to Dr. Mathews' 
coming on as Secretarv, there was not only an unwillingness^ to work 
with the States to ac^'omplish the objectives in the law. but a failure 
to communicate with the States, to coo|x»i-ate with the States in an 
effective cooperative program. 

In my opinion, that was the central reason why the pi-ograni didn't 
make as much headway as T originally thought it would when I han- 
dled the legislative iniplementation of this proOTim in Comrress in 
1967. , ^ . . 

[Testimony n\sunu»s on ]). fJl.] 

[Mr. Cohen's prepared statement and attaclunent follows:] 

StaTKME.VT of \Vn.BUR .r. COHE.N-, DeA.V, ScHOOr. OF EdUCATIOX. A.ND PROFErSSOft 

OF PuBUc Welfare Aj>mimstratio.\. School of Social Work, the rNWEaisiTV 
OP Michigan, A.nn .Vruor, Miciiigax 

THE FIVK giants IN OUR L-VNI) 

In his famous reiK>rt is.siied in lf>42. Sir (later JjonX) William Beveridgo snm- 
mnrizetl mnii.v year^; of res«»arfh ami study on the probleiius of iKivorty and tamtiy 
disinte^rration hy siiying: 

*•. . . Want is one only of five jtcinnts on the road of reconstnu'tion and in some 
ways the easiest to attack. The others aro Disease. Ifniorance. Sqnalor and 
Idleness." 

De.^pite the tremendous econoniie and .•-•ocial jirojrress made in the l*uited 
States in recent _d e<tides. the.so five ^ants stiM .stalk in far too many Aniericjui 
homes. And it is iwirtieularly unfortunate that at the present time we .seem Ut Ik? 
quite willinj? to accept a iwlicy of detente with these jnants which are Iwnt on 
the objective of family di.<organization an<l de{if*ndency. 

If we were to adopt and implement a national policy which liad as a national 
goal the banning of the.se jrinnts from #Mir land, destrojinjj tin* weaixms they use, 



^Social Inxurancc and AUied Services, Tlw .MncMUlnn Co.. New York. 1942. uhizv fl 
paragraph S. . . 
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and placing wntrul <if tlieiu uniler national suneillanet* with imi>artial insinnrtlou 
teauiH, we cauUI stil>st4intially improve family life within the next detude. 

Thiit is the ,:i>a! I sujrj;est we work towanl ; The eradiciithin of want, l/aiorauce, 
sqiuilor. and idleness, and the prwention (»f disease amon;^ every child and youth 
in the untion. 

The most recent estimates of iKiverty in the I'nited St;ites hy the C*»nsus 
Bureau show tlmt for 1074 of tlie 24.1\ million i)ers<>ns with inwmies IkjIow the 
IM)verty line, some lO.li million were ehildren under ujre IS. (For i>i>verty thresh- 
holds see Table 1. ) 

In 1973. tliere were 0.5 iiiillinn chihlren in families with inctimes helow the 
IMKverty iVveL Bervveen 1073 and 1074 this fi^airi* inereased hy 8 i>ercent to 10.2 
million, even thouph the nmulier of children in the tittal iM>i>ulation decreased. 
The poverty rate for chi!drt»M. therefore, increa.sed fnim 14.1i iK?rcent in liHiS to 
li).5 pf-rcent in 1074. 

Most distressinj? is the fact that there has l)een no c<«itinuous decrease in the 
nuud>er or proimrtion of children in iM)verty In the past five years (1070-74) as 
there was in the previoas ten years (10r»JM)0). There were 17.2 milliou eldldren 
in poverty in 1J>50. or 2<U) percent of all children. These figures declined to 9.5 
million children in UKU) (and al.^i in 1073) and to 13.S i)ercent. 

In addition, there Is a very hiffh incidence of iK>verty aiuonjr children in fam- 
ilies when the liead of a family is a wonuin (51..') i)ercent) and an even liiffUer 
percent when the head of the family is a black woman (05.7 i)en-ent ). 

The ix)verty ratt»s for Idack children were nlM>nt 4 times those of white children. 
(See Table 2.*) 

roVERTY .WfONC, ClIlUmKN' BY STATES 

Poverty amonjr children varies widely hy states and hy counties within states. 
Table 3 displays the data froui the 1070 (Census ftir children apje o thronjrh 17 
which shows tlie lowest poverty rates ranniiijr from 7.2 percent to 7.7 percent 
in Connecticut and Xew Hampshire to a hijrh of 41.;' percent in Mississippi. 

There were seven states iu which then* were counties witli a poverty rate 
above 70 i)erceut. These were Alaimma (71.4 percent). Alaska (03.1 percent). 
Georjria (74.6 percent). Kentucky (71 percvnt). .Mississippi (7.'i.0 percent). 
Tennessee (70.7 i)erct»nt ). and Tt»xas ( 70.4 percent). 

INFANT MORTALITY KATKS BY ST.VTES 

Tlie infant mortality rate under oru* year has Iieen declining for a numl>er of 
years. In 1074 there were approximately 52.400 infant deaths rt^sultinjr in an 
infant mortality rate of 10.5 per 1.000 live birtlis. Tliis wa.s the lowest annual rate 
ever reconled in the Uniteil States and representiKl a 7 percent decrease from the 
17.7 rate for 1073. 

The variation by states iu 1073 was from 13.7 in Hawaii to 2ji.2 in Mississippi. 
There were .seven states with rat€»s !>elow 15 and S jurisdictions with rates above 
20 an follows : * 



Rates l>elow 15 : 

Hawaii 13. 7 

Xew Hampshire 14.2 

Wisconsin 14.4 

California 14. (» 

Connecticut 14. 7 

Kansas 14. S 

Ore^ron 14.0 



Kates a)H>ve 20: 

Mississippi 25. 2 

I>i.strict of Colunihia 23.J 

South Carolina 2a 0 . 

Alabama 22.2 

Tennessee 21. S 

North Carolina 21.5 

Vow .Mexico 20.5 

Louisiana 20. 2 



AID TO FAMUJES WITH UErKNDENT CIIIUmEN 

About eight million diildreu currently are receiving welfare payments under 
the Aid to Families with I)ei)en(lent Children (AFDC) program, ns nuniKinHl 
with the ten million children whose families have incomes beh)W the poverty 
line. The AFDC program does not generally provide aid to families with children 
where there are two i>arents except iu cases of disability or unemployment of 
one of the imrents. 



* Monthhi Vital StnthticM Report. "Anniinl Sumninry fnr the United Stntrs. \^74:' 
Vol. .No. Mny .'<0. 107.1. Iiopnrtiii.-nt of II.K.W.. Niitiomd (Vnt^T f<«r llojilth 
Statistlrs. p. in. 
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AFDC payments vary widely. The avenise per child iwyineiit was $00.08 for 
the nation in March 11175 varyiuj; from $100.07 in Massiiehnsett.s to $14.35 in 
Mississippi.^ 

Standards of assistancv vary widely. In May 1971, the .standard for ha.sic needs 
for a family of four withont any income varied from $4.:C><i in Indiana to 
$2,400 in North Carolina.* 

IMPUCATIONS Of STATF. VAHL\TIO.NS 

There are other significant variations anionjr the states snch as in ednoational 
expenditures per child and physicians in relation to iMipnIation. These varia- 
tions when considered in relation to the wide variations in per capita incomes 
among the states indicate that an effective program to improve the health, 
education and welfare of the children of our nation cannot he achieved in the 
near future withont the substantial linanciiil a.s.sistance and leadership of the 
federal government and the cooperation of the states. 

Ultimately we must have a welfare reform plan which will provide some 
simplifie(l and eciuitahle mininnnn payment to all families with children who.se 
income is helow a mininnnn level. In the interim it wtmld be a .step in the dinn.*- 
tion of broadening AFDC protwtion to children by amending .section 40(>(a) 
of the Social Security Act by striking out the e^ci.sting language which restricts 
the program to a neeily child -who has betMi deprived (»f parental support or 
care by rea.son of the death, continued ab.sence fn)m the home, or pliy.sieal or 
mental incapacity of a parent," and <-«upling tliis witli a minimum "standard 
which would be federally tinanceil. 

6CREEMNO, DIAGNOSIS AM) TKEATMENT OF CIIIU)REN FOR HEALTH NEEDS (EPSOT) 

In 1000-67, I recommeadeil to President ,Tohnson the proi>o.sal eventually in- 
corporatetl in the Social Security Amendments of 11M>7 as KI\SI>T — the Karly 
Periodic Screening, Diagnosis and Treatment Prognnu. This prc»gram is in the 
Medicaid provisions of the hiw— -title X.IX. .section lSK)r»(ji) (4) (B) of the Social 
Security Act as follows : 

"effective .Inly 1, 1900, snch early and periodic screening and dingnasis of in- 
dividuals who are eligible under the plan and are under the age of 21 to ascertain 
their physical or mental defects, ami such health care, treatbient, and other 
measures to correct or ameliorate defects and chronic conditions Ittscovered 
thereby, as may be provided in regulations of the Secretary :" 

With the experience gained in implementing this program in tlie past six- 
years, we .should now take steps to strengthen, improve, and expand it. 

One way to do this would be to amend the existing provi.sions so th:it effective 
July 1, 1977 it would be made to apply to all families throughout the nation 
whose incomes are below the iioverty threshhold and provide that the federal 
government pay 100 |)ercont of the cost of the program above whatever amounts 
the .states were contributing to this program in the fi.scal year 1075. 

A NATIONAL nE.\LTH INSURAXCE PROGRAM FOR MOTHERS AND CHILDREN 

I do not believe, however, that it is desirable for the long nni to Imve an in- 
come conditioned pn»gram for liealth care. T, therefore, view any such program 
as a transitional step toward a universal eli^lWlity program iuised .solelv on 
residence. I therefore, favor enactment of a nntlfuml plan covering initiallV all 
children under the age of six ami prenatal, postnatal and all other medical serv- 
«««ociated with childbirth. I would exteml this program to children up to 
^^jibout two years later, and to children up to age IS or 21, two vears 
thereafter. • 
In this way. there would be time to make the nece.ssarv plans with all parties 

1 would not imve iin.v co-lnsiirniicc or dednetlhles under the nntloniil heiltli 
nsurnnce progrnm for mothers and children. This wo.dd Krentlv simpliA- tl^^^^ 
aT^r^^J^n"??™"."^'? '.^ l'ri"'»r.v care physicians comd l^e m 

eTO se?vi«r ^""'""KinB preventive cnre nml .liscournBlnR nnne,- 

Securitv Bulletin. Sept. lair,. p. .'",4. 
44^^ '°" ^'••""•<"«« for Families. Senate Tommtttee on Flnan.-P. .Tnly 21. 1071. pp. 
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IIEAI.TU CARK KXPE.NDITURES FOR CIIIIJ)REN 

Children undor t\\v ngv (if 10 represented lU.l of the iK)puhition in 1074 l>ut 
accoiinteil for only 14.U iK»rcent of all personal health exponditure>«. As might 
ht* exiKJcteil. persons njre IJH and over were only 10.2 iiercent of the popnlation 
but. accounted for 2!).r> iH»rrent of all healtli expenditnres.^ 

IVr capita (»xi)enditures for all iHTSonal health expenditures varied \vid(»Iy with 
aKi\ For children under ajre 10. i)er capita expenditures in 1074 were .$lK-i. com- 
pared to $420 for i)t»rsons 1JMV4 and .$1.21 S for person age (m and over." 

From these figure.*? we can draw a preliminary ohservatiou that we could de- 
velop a comprehenslv(» henltli care projrrani for all chihln»n in the Immediate 
years ahead nt probably around ^iiX) a year iK^r child or about $1.8 billion for 
all children up to tlie a^e of six plus tlie vt-st of pn»natal and iK>stnntal care for 
approximately ;^.2 niillinn births iM'r year, probably at a cost of around $2 billion 
a year. 

To tlie extent we (H)uld take some ^ir all of the tinancijil burden for health care 
costs of children olT of the younjr and lower-income families in the nation, we 
woidd lip nmkinjr an im|»ortant contribution to family life in an inflationary 
lH»rir>d. 

CURRENT IIKAI.TII A.Vn WKI.PARK COSTS 

Total iw»rsonal health exi)euditures in 1074 for children and youth up to age 
11) were $1.3.4 billion of whicli $!>.s billion was fn»m private and $3.0 billion from 
public sources. Federal .M)urces accounted for $2.2 billion and state and local 
jrovennnents the other $1.4 billion. 

In the same year, about .$S billion was expended under the AFDC program 
for children on welfare and their parents, of which mor(» than half canie from 
federal funds. 



RRSKARCII O.V PREVK.\TIVF..IIEAI.TH CARK FOR CIIILDRE.V 

There is an imp4»rative need to continue and extend the research program of 
health care for children being conducted by the National Institute of Child Health 
and Human I)eveb>pmpnt (XirHP). This Institute created a.<? a result of the 
reconmiendations of the task force of which I was chairman in lOCO is ref5ponsible 
for developing new kn^»wledge that will imi»rove the quality of life for the 
nation's children and t-ijcotirage the quantity of children appropriate to the 
nation's re.*i(mrces. 

The mi.^si(m of the XTCHD is to c<intribute to tlie good bealtb of all citizens 
through efforts to understand tlie many factors related to the adaptation of 
pt>pulations to available resources and the expansion of knowledge on family 
planning, maternal and child Iiealth. and human development. The primary 
emphasis of Institute efforts is prevention of disea.^e and disability. 

f have ijiduded as a supplement to my statement the pertinent portion.^ relat- 
ing to Child Health which apepar in the Fortrnni Phin for TIeaJth FY i977~^ 
published in .Turn- 1075 by the Department r»f Health. Ediication. and Welfare 
f pp. Sih-Sfi and 227-231 ) . 

T would like to draw attention to several critical pending areas of rp.s<»arch 
in rbibl health which T believe merit your strong support. 

/. Lhir^birth-ircif/hf Alwmt 240.000 low-birtli weight infants are born 

every year in tho T'liited States. A flfth of these children will not survive the first 
five mojitbs of life, and those that do often sustain permanent development 
impairments. In addition to immeasurable personal suffering, the cost to .society 
for medical can^ in the first year of life alone will total about one billion dollars 
Research has n^^ultfnl in the development of early prenatal interv<»ntion pro- 
grams, improved diagno.^tir techninnes. methmls to delay the onset of labor and 
special attention to groups siicli as teenage mothers at high risk for havinir a low- 
Inrth-weigbt infant. 

2. S7/).«?.— .Anionir the chief priorities of the XTCHD is the eradication of the 
trage.ly of sudden infant death .^yndronie (RIDS). It is the leading cause of 
d. iths among infants between the ages of one month and one y(»ar Between 
t and 10 tboa.^and healthy infants die each Vi^ar and no apparent ■cau.«;e of death 
can be discovered by the attending ph.vsiclan. Since 1071. the XICHD has spon- 
sored research-planning workshops to identify siJecific areas of the STDS prob- 

^Inr.iorl*; Smith MiM-lIor «n»l Uohrrt M. Glh«on. "At'o Dlffon-nrMS In Ilp/ilth Cnrfi 
" rnnioiis soiirr*!. p, 10. • i • • 
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lem re<|uiriii)Er iudepth studios. Tlim« work.sliops have suggested siH«ciiiI wiipliasis 
on abiioniml !)reatlnug patterns during sleep, and anat(uninil ubnornialitiea 
among other .snggestive leads for re.s-earch. In addition to re.search conneotwl 
with the cause of SIUS, eon.<i'dern!)Ie activity lins been devotwl to research 
involved in connjjeling and supiK>rt of families of SIDS victims. 

3. Anteccilentit of dcvolo omental i m pa irnivnt.— There ure cnrrently 15 million 
Americans who have a birth defect .<erions encmgh to drasticallv 'affect their 
lives. Geaetie defects atvount for develoi>inenta1 disabilities in np to «ve pereeiit 
of all live births. Investigation sponsiired by the MCIH) has made slgniticant 
progress in the diagnosis of phenylketonuria, and f»ther di.s-ease.^ Recent work 
In hearing, speech, and langiiage disorders using andiometrv has improved the 
assessment of very yonng chihlreu who may have an organic luisis for future 
learning probleni.s. The institute intends, in the near future, to initiate new ri»- 
"'/'.^••^^^'^"i to a.ssist the 15 percent of children who experience 
difficulty 111 learning to read. 

^'Teenage prey nancy. -^WluW miplamied ami unwaiitetl pregnancies have 
declined ii the population above :>0. they have increased in the teenage group 
During the |K?riod from 11Hk>-70. over two and one-half million -unwantecr' 
babies were born, a signifiwint proportion of whieli were to teenage mothers- 
Ihe proportion of all births that are illegitimate doul)led between l\m and 1U73 
rising from O to 13.0 percent. Among teenage girls, the proportion of illegitimate 
birtlLS rose from IS to percent in ihe .same i^riod. Births among adolescents 
ccmtribu e heavily to infant mortality and inc.rbidity and to the welfare n)lN One 
in four low-birth-weight infants has a teenage mother. The MC'lin snpi>orts 
.studies to examine the sexual and contraceptive patterns of .vonng people and 
n s inm. Iv-n V' knowledge in this area. During the coming year the 

institute will hold n conference to a.sse.ss current knowletlge and to identifv 
the gai>s in iinderstamling of the behavioral and biomedical a.spcets of teenage 
I»regnaiicy. ' nviui^v 

vvhw.i?7^'' ^Jy^^^^ '"'^^''t ^'*Torts to solvf. thi^e important pn>blenis 

irUonV V \ I'residenJ's Undget for the MCIID, far from providing an 
ncrease to start new prograni.s. propo.s-es a -i^liO million ilwrease. In the liglit of 
virun^^r^' opportumties that ahonml in the area of re.spnasibilitv of the 

U HD. the prop<).sed rwluction is nnwi.se and unsomid 
vTr.rT"n%" ^"">"f "^-'^ti^^ a"*! rtgorous supporter of the research program of the 
M( HD. I strongly recommend that the In.stitute budget he restored to the l!)7n 
le>el and that an additional .?0 millimi be provided to begin the -Major Kcseurch 

^ standpmnt. this is a .soimd propo.sal. We stand to save millions in 
health care costs for children by the investment of milHoii. 

A COMPREHEN-sn'E PROGR.VM FOIt ClIir.DRKN. YOfTlI .\:.D THE K.UIII.Y 

As Secretary of Health. Kducation. and Welfare*. I develoiK-d a comorehensive 

of ?nfo/n JT- "'"^ jurisdiction of this Ccmnuittee. the total program mav be 
f^r vonr rev^^^^^^ I "ttaeh im.v cnrrem revision 

A COMPREHE.NSIVE PROGRAM TOR rillLDIlE.N. YoUTII A>'J> TITE VaMILY 

By Wilbur J. Cohen. Formerly Secretary of Health. K<tncation. inid Welfare 

of nfHn,ii'''?'^r,M^'';"-''''''-' postnatal care for ;ill women as part 

n?i. K V.*^***^^' insurance prc.gram so that insofar as p(,.<.s-ihle everv child 

Will he born welt. ^w*" 

oomiMrehensive medical care to all children with orreetion of anv 
di.sabi ities as part of a national health insurance program so that insofar a's 

JX^^^nr'n'"',''"^,^. ^''''^ opportunity t!) have any dV.^ab t o r' 

rected or alleviated before the child goes to .'••chool 

chfhMfhnl^n'"**'\^^''"V?V? ^« '-^^ ^vho want then: .so everv 

fn ^^ , ^ ^,''^"1^* "'"^ ^hat children are space(( to enable parents 

to gne them the affection, understanding and .«s-upiK)rt thev need 
n^Ti . r^""^"' etlucation i>rogram which brings 'nu'dieal. nutritir.nal 
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5. Provide for the establishment of special iwdiatric hi«h-risk birth mobilo 
units to assist in handling births of children with high risks. 

6. Develop and extend si>ecal ninrernal and child health demonstration units 
to assist in reduction in infant and maternal mortality. 

7. Provide for maternity leave for women with fnll pay for three weeks prior 
to childbirth and seven weeks after childbirth. Provide for one week paternity 
leave for men during iwrlod of birth of the child. 

8 Extend preschool programs thnmph tlie Head Start program, day nire of 
children of welfare families, and lltle I of ESKA so that by IftSO every parent 
who wishes his or her child to have preschool experience will be able to do .so. 

». Revitalize and .strengthen the work of the I*rex\denfs Comnii?!siou on Mental 
Retardation .so as to extend preventive, rehabilitation and employment .serviwjs 
for the mentally retarded. 

10. Increase the number of Neighborhood Healtli Centers so that families may 
have prompt and convenient acce.ss to primary health care of high quality. 

11. Extend and expand the Child AVelfare «ervict»s provisions in Title V of 
the Social Security Act so that states can improve, strengthen, and extend serv- 
ices to protect neplected and abn.sed children, license and inspect child care insti- 
tutions, provide adoption and fo.ster care .'services, etc.. so that every child will 
have available the services needed. 

V2. Provide additional fuiids for research, information, and di.ssemination or 
information on Sudden Infant Death Syndrome. 

13. Expand the research program of the National Institute of Cldld Health 
and Human Development with a view to preventing di.^abilitie.s, and as.suring 
constructive child and parental development. 

14. Increase a child's benefit under the social .««ecurity system from 75% of 
the parent's benefit to .S09^. Omit from considerati(m of tlie provision limiting 
a child's .'iocial security l)enefit up to age if prior iH»rio<l spent in the Tejuher 
Corps. Peace Corp.s. military service, or any other approved connnmiity .^vrvice 
program. Thu.s. a i)er.';on who had spent two years in the I*eace Corps could have 
the period of benefits extended to age 24. Increase the mialmuui iiaynient 
to a child to $150 a month. 

15. Provide in the federal law-making grants to states for dependent cliildren 
that the minimum .standard of need for each child with no other income sliall 
be $100 a nmntb. 

10. Extend and improve the vocational education program .'^o that every boy 
and girl who wi.shes to learn .-i relevant .'^kill and develop a career can do .^o. 

17. Develop adequate and diversified .summer programs for employment, train- 
ing, recreation, and u.'^eful experiences for children and youth. 

IS. Provide appropriate means to a.'^sist young per.'^ons age 14-18 to obtain 
paid employment which will assist in developing skills. re.««i>on.sibiIit,v and inde- 
peadence and under circumstances whicli will not di.scourage their continued 
educatioa. , , . 

If). Provide additional federal aid for abb' .^indents to become physicians, 
nui-ses. dentists and other profe.s.sional meaibers of the health and medical care 
system. 

20. Encourage bilingual education and the preservation of cultural traditions 
among children and families from n(m-Americ:ui backgrounds. 

21. Encourage all children to learn a ucm-EngHsli language so that they may 
be able to work with people of other nations, in the furtherance of world i>eace. 
pro.speritv and cultural inter-change. 

22. Intensify efforts to eliminate and reduce tlie availability of hard drugs: 
<»xpand educational programs to di.'^conrage tlie use of drugs, tobacco, alcoliol 
among children and y(nith. 

23. Provide for a method of expunging federal and state arrest and conviction 
records of individuids for acts performed before ;ige 21 which were not felonies. 

24. Increase and diversify federal and state financial aid for students to 
enter ctmini unity colleges aiid universities so that every youth with ability will 
have an equal chance to enter and continue in post-secondary education. 

25. Strengthen the research and .services of th(» National In.stitute of ^lental 
Health .so as to assist parents, children and youth achieve a state of c(mstruc- 
tive mental health and well-being. 

20. Encourage government agencies to work with non-governmental agencies 
to play an important role in research, demonstration projects, services, and 
leadership in working with children, youth, and families. 
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27, Establish by fwlerni and state laws a Child Youth atul Family Policy 
Act which sets out the inii)ortaiice and priority of stn'URthenln^r, defeiulini;* 
and preserving family life with rights and rt»si)onsihilities for chiltlrem parents, 
and the family. 



TABLE l.-SELECTED POVERTY LEVEL THRESHOLDS IN 1974 BY SIZE OF FAMILY AND SEX OF HEAD. BY FARM- 

NONFARM RESIDENCE 



Fimily unit 


Total 


Nonfarm, 
male head 


Farm, female 
head 


Aged person 

Aged couple 

4 persons 

6 persons 




12,387 
2, 984 
5,040 
6, 706 


12, 002 
2,533 
4,262 
5,702 



Source: "Money Income and Poverty Status of Families and Persons In the United States:" 
current population reports, consumer income, series P-40, No. 99, July 1975, table 14, p. 16. 

TABLE 2.-P0VERTY RATES FOR CHILDREN, 1974 



1974 (advance report); 





Total 


White 


Black 


Total, all ages 




8.9 


31.5 


3 to 5 yr 

14 and 15 yr 

16 to 21 yr 

5 to 17 yr 




13.4 
12.4 
11.6 
9.9 
8.9 
10.9 


39.9 
39.4 
42.8 
39.6 
34.7 
41.7 



Source: See Table 1— Table 19 p. 20. 

TABLE 3.-CHILDREN AGED 5 THROUGH 17 IN POVERTY FAMILIES BY STATE, 1970 CENSUS 



SUte. 



State 
average 
. (percent) 



Low and high 
county percents 



Low 



High 



50 States and District 
of Columbia 



Alabama 

Alaska 

Arizona 

Arkansas 

Califbmia 

Colorado 

Connect k:ut... 

Delaware 

Florida 

Georgia 

Hawaii 

Idaho 

Illinois 

Indiana. 

Iowa , 

Kansas^ 

Kentucky 

Louisiana 

Maine 

Maryland 

Massachusetts.. 

Michigan 

Minnesota..... 
Mississippi 



14.8 


1.6 


93.1 


29.5 


15.7 


71.4 


14.6 


1.8 


93.1 


17*5 


10.7 


57.2 


31.6 


12.6 


59.2 


12.1 


5.7 


26.0 


12.3 


3,8 


44.0 


7.2 


4.9 


10.5 


12.0 


9.7 


17.9 


18.9 


10.4 


48.3 


24.4 


6.7 


7416 


9.7 


8.8 


12.2 


12.0 


4.0 


27.2 


10.7 


2.3 


53.6 


9.0 


4.0 


19.5 


9.8 


5.4 


24.6 


11.5 


2.2 


26.2 


25.1 


9.2 


71.0 


30.1 


10.7 


68.2 


14.2 


9.3 


23.7 


11.5 


3.9 


29.4 


8.4 


4.0 


18.5 


9.1 


4.2 


31.1 


9.5 


3.8 


30.9 


41.5 


14.9 


75.9 



State.. 



Low and high 
State county percents 

average 

. (percent) Low Hiigh 



Missouri 

Montana 

Nebraska 

Nevada 

New Hampshire 

New Jersey 

New Mexico 

New York 

North Carolina 

North Dakota 

Ohio 

Oklahoma 

Oregon 

Pennsylvania 

Rhode Island 

South Carolina 

South Dakota 

Tennessee 

Texas 

Utah 

Vermont 

Virginia 

Washington 

West Virginia 

Wisconsin 

Wyoming 

District of Columbia.. 



14.8 
12.9 
12.0 
8.8 
7.7 
8.7 
26.3 
12.2 
24.0 
15.7 
9.8 
19.5 
10.3 
10.6 
11.0 
29.1 
18.3 
24.8 
21.5 
10.0 
11.4 
18.2 
9.3 
24.3 
8.7 
11.2 
23.2 



4.5 
5.6 
2.2 
5.8 
6.3 
3.1 
1.6 
3.9 
9.0 
9.4 
4.1 
8.9 
4.8 
3.8 
6.1 
39.1 
7.4 
14.3 
3.0 
2.6 
7.5 
3.3 
6.4 
6.7 
3.2 
4.5 



52,2 

35.6 

44,6 

17,9 

11.4 

16.7 

65.0 

27.9 

57.1 

45.8 

33.0 

53.1 

21.7 

22.3 

14.8 

59.9 

50.5 

70.7 

70.4 

43.4 

21.0 

51.4 

24.6 

48.4 

43.6 

18.4 



Sourcft: U.S. Department of Commerce, Buraeu of the Census, •'1970 Census of Population" (from a special 
Ubolation). Counb of children in poverty families were divided by the total number of children 5 through 17 
by county and SUte. 
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Cnii.i) Health Kxcbiuts— Fouwakd Plan for Health 

CIIII.U HEALTH INITIATIVE 

In the ..ren of child henltli. the knowledge '>f:e'°rv!!in^rT^?ns''effor"ts'lo^ 
tilt' nurvlew of any one Instltiitt' or any one Health Agency. Thus, eft' y' 
or ll te research activities which pertain to the health of '""V"'" 

•. ,iH.iVlnti^^^^ that involve several of the Institutes of Health. ADAMHA. 
HlV SR% ami SSA Several intradepartmcntaj. Intra-Pubilc Health Ser%-ice, and 
r..rrVNin cominlVteeif l^^^^^^ as mechanisms for Intirnmtion exchange and ,K)li<-y 
recommen^^^^^^ of maternal and child health. Bffort.s to improve 

tTeK^ne^ofc^^^^^^^^ 

trace child health research needs from the inception of the fetu.s thrmigli the 
development of the cUll.l. the following efforts --^J^'^, f.-"'^'"' " .''^ 

(a/l.>rtilitv Regidation: New and improved methods of fertil t> rcgnlarion 
wi 1 be exiS T^^^^^ "-m '"volve assessment of existing contracep- 

h" apprt^ai^^es wit respect to ui.deslrable side effects and "cceptability. and 
win look into pos-sible means of overcoming infertility. .f" Hn" v e^^^^^^ 

research in reproductive biology is e.s.sential in order to l''^,'" '< '^^^^^^^ 
Imse for development of safer, more effective, and universally acceptable fandl> 

'•'71^)' p'ieSncy.tabor and Delivery : Research in this area shonl.l focus on high 
risk obttetS conditions that contribute to infant morb dit.v and 
as diabetes livpertenslon and toxemia. It is also e.sseutial to determine the ina er- 
Sa a d intra^Ke conditions that are optimal for fetal growth • 
tion To prevent the premature onset of labor, research is nece.ssary to <leterml e 
X" labor berins Further exploration Is neede<l of the contnbutlmi of various 
m flcpsl^ and anesthetic agents administere<l during labor to the development 
of de'^i'rtss?".^ nenous .system, and which can result in centnU nervous 

"^Trrsun^einnnce of Fetal Well-Belng: Unproved n.ethods are needed to detect 
fetal\,a"hoS .isS^lo^y.lndndlng increasing the number of ^^l^^^^l-- ^^T. 

for U wrcent of^^^^^^^^ deaths, it is imperative that research fm-ns on the 

rnnsps o1 infants be UK born too .soon or too small. Particular emphasis n((>ds to 
S rit'en to frSing^ In infants weighing less than 2% pound.s, such a.s 

InnHnTine Xane di^^^^^^ und neonatal jaundice, which con nlm e to Infant 
S ""Lien infant death syndrome, which i.s the major 

c^ie of death after the nrst m.mth of life, continues to require research en.phasis 

?f pt,n,irpn to obc'slty iw and metabolic disorders, dental carii^s, muscnlo- 

1 e ^d%"fectfa\:d ^^^^^^^^ 

t„ ho iiiinrnvpd wliicli cau be ucorporate<l into ongoing nutrition a.sse.s.^mem.^. 

m vSnt Prevention: Additional research is needed in the areas of toy 
.,,fPtl s ,fP mckaS nnd home and automobile accident prevention 

■:?„'re'ac"lflen'lfSiM of death in children after the first year of 

!!l2\^l^^ll^:^Vv^l^nr^^i«:^^^^^ 

"■\t't'itudes''to'lvar<l personal health <are are developed at very young ages and 

mortality and low birth weight, iiiminnization. nutrition, dental health. ■ and 
nuMitnl lioaltli. 
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1. Ocnvtiv DiHvasci 

«„?^!f"'^,5lI'"^jV,""'^.l*^V J»<JJvhluall.v rare and oven in the npgregate occur in 
only ,i to 47r of live l»irtlis. Imt they account for aiiproxiniatolv one fourth of all 
hospital admissions a major portion of infant ami childhood mortality, and an 
enormous timincial burden in terms of medical care, provision of special social 
services, and institutionalization. * 

Recent medical advances have bejrun to make inroads on this arrav of di.seases. 
Amniocentesis and genetic coun.selinjr permit families to engajre in informed 
decisions about genetic factors. Screening at birth for VKV and wUac osem^^^^ 
and appropriate diet therapy for tho.se afllicted. has virtually eliminator « no 
mrHi>r"%'"*;' "^^^"^ retardation. Further research to identify cnuse.s. 

pm i.'^M'^ rea ment. and prevention of ^Mietic factors should he undertaken 
tjfforts should alsc) be made to extend to the general public currentlv available 
diapuKstie. preventive, ami therapeutic measured. a>"imuie 

S. Infant Mortality and Low Birth Weight Infantn 

./i-ly?^'*\^ll^J!'/""f.'"?^^"**^-'' reduced considerably to a 1074 rate 

inf V ^'^''J i^ "7 than 3.000 U.S. counties reported 

he n t!" ros VT. " » 7»^J'«"-^vhite population had almost double 
the rate (2S.S) of the white (lo.2 . The prematurity rate, like the infant nior< 
^xuTxw^^^^^ population groups! in 11)7^," ex u^^^^^^^ 

of all low birth weight infants were born to teenage mothers 

iJ^Ty '^^.^.t^^"*^' evidence of a po.sitive correlation between the receipt of ma- 
fmnr H^^^^ care .services and the reduction of infant mortality. There is further 
ication that health .services pbiy a particularly important role in infant mor- 
tality rwluction in the neonatal period (0-28 days) when % of nil infant deaths 

ta^;;oS 

..f HHluos indud.nw r.ite^ „f i„f„„t mortality „,„l low l.irtl. welKht inft. its Seed 
n.om..v won ,1 be u warded to sites to faellifate the process of target ins reso.r^^^ 
on the problem of Infiintmortulitv. h reMiiirt-es 

Tlie contrlhution of family planniiiK to improving the health of children Is 
mportanr imrtlcnlarly as It relates to reducing the h.ci.l.M oe of Kinetic di^^^^^ 
infant mortality, and mental Illness. hfiini<- ui.^mse. 

fnmnv "J" l'i"""ins .services with emphasis on: optimal 

famil.v size bused on health, economic resources, and fumilv cons derations ■ 
birth intervals which promote n.aternal and child healtlK Z cldld bearing dnrl 

3. Immunisation 

nnnnm^nM^ tlie success in recent years in the control and prevention of measles 
nf/inHnn 1"^ '"^""'^ '"^ ""'^ ""^ of concem which will retiuire spectii 

attention: the immunization of preschoolers from low income fTniiliM CDC 

LnrS'S^r^T' "'"/T"^ H^»'l EPSDT l^°rcare"and keS 

oornood Health Center populations. -^^it," 

^. N'utrition 

Nutritional care, including dietary counseling, should l>e integrated into the 
prev^tive diagnostic, and restomtive health serWc^es of aTl the WIS p^^^^^^ 
f^'/ir" ^""^^^ especially im,>ortant tliat nutrit'KJ^' 

A ^""Lu^^ subsets of the population \vith high vulnerability to malnutrition 
f^i:^tl^i^^J''l^^^^^ requirements, i.e..%regnant and 'acta? ngw^^^^^^^ 
infants, young children, and adolescents, have priority in efforts to reduce mor- 
Hnn^h "^^""^f^yi^^r' a vital role in the treat me^of condl 

tions such as phenylketonuria, maple syrup urine di.sease. and ainliovasculnr 

fnffndi^,?^^^^^^^ -^^^"^^^ health and rncrease™ 

^>hS^ ^^u"^ families as well as increase costs for long term cmre. 
The healtti service programs and USDA's Supplemental Food Program (WIC) 

and other food assistance programs should coordinate efTorts to insure that 

^^t^V^^""^"' ^" «^ authorized to r^cehe^upiil 

mental foods or other types of assistance. ^"I'l"^ 

S. Deittal Health 

^^^2^^^^^ number of oral disease entities impact on children, tiie most 
significant in terms of the number affected are dental caries and incipient 
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periodontnl dist..>.se. Tl.o cries process, once Inltlntwl. Is Irrovewl ble a 1 n- |i ros 
therapeutic intervention to prevent further tlssne tle.stru<-tlon iind nlthniite tootJ 
o^^3 to restore n..rnml f.n.ctlon nn.l ..piK..n,nc-e. The course of l^'l" V'''"'*i'' 
disease dnrint: cl.ihlhocKl. while more subtle >in.l less lnum"<llMtel.v vis 'le sets 
the stage for even greater dauiagi' to the futurt. on.l health status of he ml nit 
Datleutrie . Dotentiallv total wlentulousiiess even m the ahsonc-c of carles. More 
mportantlv. however/the iK-rlodoutal disease l.r.K-ess Is i-reventnl.le and can he 
reMTVwl during ItH early stages in the chlldh.HHl years, n.erefore. a sms^^ial fm-us 
.m^.reveating dental disea.se In children Is appropriate Options Include: 

Promoting the nmlntenancc ..f optimal fluoride levels hy .s-upimrtjng the inst^. 1- 
latlon and initial operating costs of fluoridation of couinmnity au(l s<-h.M, wa r 
suppl es! identifying thos«! water systems tlmt are either deflcient ..r escessixe 
Koride content: and l.y uunu.ting a prograu. of coutianal m..nitorlng of 
all public water .systems so that priddems can be (pdckly ideiitifle<l. 

Promoting public visibility for and iucr«.se<l professional awareness of 
recently develoiwd health eaucatiou and preventive cnre practicijs l.y siK.nsoriag 
a National Conference on Dental Health Education and l^^''" „.„. 

Encouraging the espau.sinn of tlio dental component under the KI M)! pro 
gram by TOoring two-day workshops design^l to bring together UKW regional 
EPSDT coordinators and dental personnel. 
G. Mental llailth 

Eight to twelve iH-rcent of the T'.S. iKipalntion under IS years is believed in 
ne« of mental healtl. servUv.s for l.sychotlc disorder, (inc udn.g schlzophrenu. . 
rXworal disonh.r«. depression, organic dlsorilers. neurotu- and per.onalit.x dis- 
orders, ndinstuicnt reactions and mental deticiency. 

In ("nlei dar vear l!»7r, it is estimatHl that !tO iK-rccnt of these men al hea 1 
needs "vlTl be liiunet. Thus there is a contiuning uml to focus on .-hild ineutal 

''^The XniH will contliuie to promote public wlneation. n primary prevention 
device o, the i svchosocinl dimensions of .severe mental illness, chronic physical 
mnei; learning •dis..rders. elilld abuse, attitudes abo.it <;"'>>»' 
and infant development. Coopenitive activities with OMC^" ' ^.VV^ n..., , 
r^'te^l toward the mental health probleais associated with 7> /''f'" 
sVndronie will continue. NIMH will develop further the capabilities of the 
CMHc"n support of tlii^e efforts. NIMH will f.K;iis on developmental ass..ssn.ent 
in an effort to assist >ISA in developing i>olicv on this matter. 

7. Hi! A Prnijrninx 

Mothers and children are among the mn.ior beneflciaries of the Health Servic'cs 
Administration's Bureau of Comiuunity Health Services programs •l'""C "> »" 
pro" de high .lunllty health services prinmrily to nnden.erve.1 areas. I" • l'*'"" 
to specific nctivitiiv. described above, these programs nmy provide a range of 
prevSe, therapeutic, and relinbilifitive ambulatory servic-es-ns in <-"»>..iunit> 
Henltli CeAtersJor address health nec^ls ..f siniial iMipnlnti.ms-snch as migrant 

""r^S'nurarStT; initiative to develop health care systems in select^^ 
inedicallv underserved areas with critical health lunniH.wer shortages has been 
«nder?al^en in ^jJ^5. lit rc^oarc. of the National Health «''rv.e.; Cori^- 

Communitv Health Centers. Apimliehinn Kegionnl Comuiission. and the Migrant 
SlX program Prop.>se,l continuation and expnn.sion to integnite additional 
rMourcer"n 1976 will increase healtl. services delivery c-aimcity to tl.e.se areas. 

8. Erplnration n{ f!rhnol Rnncil Drlivcry of IfrnUh Ctirr 

Current changes in traditional school Iieiiltli programs offer a timely oi.i>or- 
tuni"v for the Public Health Service to explore »'>^P"'<f ''"'t ''Xl" f 

Primnrv wire delivers- with a foc.is on preventive n.e<licine for sch.ml age children. 
PotSl™ school-based i.rogrnms would incoriKirnte preveatin> n.ed cine as a 
fu^Snmi component of primary care early in the life e.vcle of the child. Such 
service ".s preventive dentistry and accident prevention could have n major 
Tmpart (Ultimatelv. many school-based programs may be more mnenme to 
cost Sntrols and off;r slgnlflcaut advnumges in terms of the delivery of .selected 
forms of aire.) „ , , j 

En™Li:rcom"mu:^«^^^^ ombfnVexi.^lng EPKDT programs with their own 
sclfl^rhe^rth effoX. utilizing the e:.periences of existing model school health 
proprnms. ^ 
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Examining the relntloiwhip betwoen Nntioiml Henltli Insurance proi)osnls and 
a variety of sclinol-basod iiealtli care deiivery systems. 

Evaluating tiio possiidlity of creating a Natidual Scliool Ilealtli Service to be 
operated by tlie PIIS at scliool sites being Federally funded. 

Developing a model Child Growth Center that combines medlonl cart*, social 
fiervices, oiid educational activities. 

9. Early Periodic Scrceninfff Diagnosis and Treatment 

To assure that poor, high-risk thildren receive important health services the 
PHS will work closely witli MSA on tiie coiulnct of the EPSDT program. 

Because the PPIS can only provide direct health services to a very limited 
portion of the EPSDT-eligible papulation, tlie major contributions of the PUS 
are in other areas. For example, the lUIS is undertaiiing evaluations of screening 
procedures to determine their efftH:tiveness, reliability, and overall usefulness; 
relevant research from the activities of the XIH are being culled and channeled 
to the MSA; ADAMXIA, under an agreement with MSA, is reviewing the best 
current knowledge on developmental assessment, and acting as the principal 
advisor to MSA in this area; inter-agency conuuittees have been estahlished with 
PUS participation in each of the Kegioual Offices to monitor the progress of 
EPSDT implementation. 

Where PHS-supi>orte<l health activities are performing tiie screening or pro- 
viding treatment for children .screenwl through other program.s efforts are under- 
way to eliminate the barriers to more effective program utilization. PHS staff 
memhers are developing umuageiuent and policy tools for the resolution of finan- 
cial problems (particularly Medicaid reimhursement questions) where these have 
ari.<en. 

Source: Forward Plan for Jlealth. FY 3077-Sl, U.S. Department of Health, 
Education, and Welfare, Public Health Service, June 1975, pp. Si>-SG, and 277-231. 

Mr. Oi-TiXGER. Wc have a lot of iiulications that the States and the 
localities just weren't able, or didn't nssi*ru suHiciently hiixh priority 
to allocate fuiuls to this program, that tlie States iii fact had been 
cuttin*r coriitM's iii the iniplemeutatioii of the program because of an 
unwillingness or inability to come up with those funds. 

That gets more and more severe as wc have an economic dosvnturn 
in the country. The States are having a lot of problems in meeting 
their budgets. 

Xcw York State, as you know, is in a desperate situation the city 
even \vorsc. 

Is it your reconnnendation that you think this plays a major factor 
and that the Federal Government until such time as'we have national 
health hisurance, should como up with 100 percent of the funding or a 
larger percentage of tJie f muling thnn they do at the present time? 

Mr. CoriKX. I will say this; If you are going to have the Federal 
Govoriunent puy 100 percent of the cost, you will have to put more 
kinds of controls in the program. 

Let me fii*st discuss the basic point you mentioned. 

Yes ; as long as this program is financed on a roughly 50 to SO percent 
Federal matching with the large State oidy getting about oO percent 
of the total cost, under present circumstances with me<lical care costs 
rising so rapidly, they have been under a ven\ veiy difiicult handicap 
in impiwing or extending the medicaid program. 

Xow, let mo tell you one thing, though, that happened. In that 
original medicaid law in 1065 Congress adopted a pi-ovision that the 
States had to show^ a continued increase in the program as part of the 
condition of getting their Federal funds, a constant improvement. 

The ^Vays and Means Committee and the Senate Finance Commit- 
tee both accepted that amendment and it was in the law until about 
either 1069 or lOTO, after I left. It was then repealed on the recom- 
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mendntion of Governor Rockcfcllor on Iho jLjroiuuls that New York 
coultl not possibly continue to inipleniont pro^irrtvssivo iniploniontiition 
of the medicaid pro^i^nini within its finunciul budjjfct mid Congress 
ropcfilcd the rapiircnient. 

Well, that ^,nvcs you some iiidiontion of the finnncinl problem. I 
would therefore say cither the 50 percent must bu raised to 75 percent, 
as it is in other programs or yon would have to desiirn the program in 
such a way that the Federal Oovernnjent would pay more of the cost. 
That is the only way I can sec within its orbit of mmroving the cover- 
age along the lines of what Congressman Jletcalfe would like to 
achieve. 

^Ir. O'rriXGKU. Let me ask one other question, and then I will turn 
to the rest of the subconnuittec membei'S. 

Does it make any sense at all to penalize the state in either its 
medicaid fund or its overall human services fund for failure to ade- 
quately implement a statute such as this which was suggested hy 
one of the witnesses, that perhaps we should penalize some other 
kind of funds. 

Somehow, or other, it is hurting the very children that your pro- 
gram is intending to benefit. We sec tliis in a number of programs. 

I know that you have been the authoi* of numy of these jirogiams 
where remedy for failure of the State to take proper action is to cut 
programs for poor people. 

The Federal Government is very reluctant to cut tliose jirograms 
l)ecnu.sc it is the poor ]^eople who are going to be hurt and it does 
not seem to he very effective. 

I should like to put in the reoord at this point the record of that, 
the actual assessments of penalties have been made but they have not 
been enforced in many instances because of his reluctnuce. * 

I undei'stand counsel has two documents to show that without 
obieotiou I will put those in t lie record at thi« i)oint. 

[The documents referred to follow ;] 

KXHIBIT 4 

Statement by Caspar W. WKiNUERcnR. Secrktary of IIealtu, Edl-catiox. and 

Welfare. .Tune 2, lUT^t 

As sompof you nrp aw.nrn. theproprrnrn of E.nrly and Pprindio Sprppniiiir. DinpT' 
nosis. and Trp.ntment of lowMnronie chiltlren is onn of flip hiirlipsf priorifips of 
thisi nep.Trtmpnt The law prPSoHMnc thp scTPoninir and fn'.Trnicnt w.ns on.TPfpd 
in inr>7. Wlir»n T joinetl the Dopartmpnt in piirl.v 1073. I found thnt few rliildrpu 
hnrl *)ppn sorepned and trpat<»(l .qny mnn.v Stjifr»5? w*»rp inovini: slowlv. if at nU. 
to irnpkMnpat thP Inw. I qnir-kly injwlp tljo proirmin a top priority of tho pppart- 
nipnt and nndPrtook n pprson.nl commitment to f^H tlipsp rlisndvantaj;pd cljildivn 
tlip niprU'pa! .TttPiition tlipy npcil. 

Thf Conirrpss .nlso pnt soniP npw tePth int^) tlip law. nm\ prp.^^rribpd tlint. 
cinnintr this fi??('nl ypnr. St.ntps whir-h fnilpd to iinplnnipnt thp proirnnii ndr»- 
onatPly for wplf.nrp phiMrpn W(Mih1 hp assf^s^od n I'pnsdfy of ono iiorrtMit of thoir 
Fpdprnl sh.nrp of popts nndpr tho Au\ to F;nnUio>: wirlj OopondPnt (^'hihU^n 
l)ro?rr!im for p.nrh qunrtpr of tho ypar in whif!> tlipv faih'fl. Aftpr rnrefnl rovii»\v, 
T am no v applyin*^ thP first ponnUiPs nt'th^r th.'it h w a^ninsf spvon St.ntos that 
ha VP faiVil to parry ont onp or inorp of fhrop l<ov a"tin!is — informlriL'. sprponinsr, 
and tr<».'?tJnjr — nprps.e^ary to brine mofUr;>l oaro to olicrjltlp childrpn durina: 
tho Jnly throii;rh SpptPnihpr qnnrtor of this fisr-al yonr. 

Ifairnii. whir-h failed its ohUcation to inform AFDC famines, n pPnaltv of 

Inffrrvft. winch failpd its obtisrntions to inform A!' DC famillps and to scrppn 
phildrpn. a ppnalty of Sl43.niG. 
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';iTD%iE.s,s^^^ """'"^ ^^^^ — 

"""B"""" to Inform AFDC fu.ulllcs. n pcimlt.v of 
^iToim to 8"eou AFDC oliliaren. « „t..u,lt.v of 

^of iSo!'"' t» l"f""'' AI--DC fmnlUi-s. „ „,,„„Ii.v. 
^Wfe"!'' to 'nf"rn> AFDO fn.nlll.s. n ..canity 

^lost States are now moving ahead on the EPSDT procram \ltoi?PHHM. ti,^ 

long-tennbc»ctilstothcMii.tlo.;, ^"""'''""t " <lone. vvltl. iMu.loulublu 

HEW Niiws RW.E.VSE 

faih"ie tot Jn<!;i::; "SUTf ^Xr't.^:^?^" f- 

i"r?Te^-;-''?o"'tL"^^^^ 

servioos. Tlmt nsseisme rwns^bnso.l o 0 rs a '^^^^^^^ ""••"f'' 
Inthcfirst(iunrtcrof i^i-lOTT I^l'bDT proRrnm coiui.lliinop 

to Families with Deponilent Chll,h-o r vJTir f '"^/""f-" t''^' -^l*' 

Inndennnre Perforn.a^" "„uyo,lit'^",^^^^ vvogi-mn for oncli qunrror of 

reconsideration of the rullnK "•'•""•Kmlty to .-.pi.ly f,„. 

aCTln«rsc^-e,!"]:,t'os""ll^^^^^^ f--otnry Woi„,.or,or 

-.007) ; Montana S27;SS A" x^^^^^ • Min„os,.rM , so.^o.. 

Pennsylvania ($1.048 411) (•'>«0.o4G) ; North Dnkoln (Sl'li.i'Of.) ; 

an early staso to prevent loM^ternU^^^^^^ " ••^'tontion :,t 

prlorita^^;?^''"'''''^ t"'" I^I'SDT pro..nnn one of the highest 

California was citml in part for the followhis reasons • 

of^^^:;^]?^--S,s.^a'i::;;^^rl/';^ t,. nvnn...inty 

of tl.e first nnarter vvl, oCo at east ,in nnl n "nLn"'^''' f"" 

fo inf.lnrJ» in t).nt notice i" ^ VFnr' el^'^^^^ re.jiiiren.ents. it fa l 

Health Plans fPIIPs) NV, Zfinn 1* ,T! V'"'"'' '"f of Pn.,,,,ia 

ahout 14 percent of the S S nJiMo' vX^^"^ ••■".stltutes- 
NovemlKT 13. ]f)74. The State a. n f^ tlmt P,m'^^ """1 
tie first quarter mass ma C \ , ""^ 

revertheless. throiiRh alternative me^^^^rw 1 1 " "J "r.s aeeomplls 1. 

State has failed to snh.stantiate its reK,lV.n tl 's Zo ""^ 



68 



64 



Sercniiw— California Ronerallr failed to make scrpeiiinK sendees nvnilable 
to efSTecli^ents an^ cases .lid not tn.dertuko eve., tl.t- «...st r.«»men- 

tar "stops To assure that where screening was providwl tl...t it w«.-i done so o.i a 

"rrJiS'-Callfornia could not assure /'^-^^'^-''^^^TTi^'VrXt th^-re 
provided 0.1 a tiu.ely basis after screenl..« 

were eompleto lists of treatment providers made ava.lable to those recipients in 
ni'fil of treatment. 

Mr Othn-gek. It dops seem to me that we luivc to luivo some better 
niPtliod of enforcement. I wonder if you have any }fns "'"^^ 

Jlr Cohen. First, I am not in sympathy with the idea of the penalty 
provision in the form in which k is in present hi w-. 

I cm. u.Klei3tand Secretary Mathews' point of view which I sup- 
pose distresses other members of the comnnttec about enforcing a 
ki..d of penalty which may adversely affects the prog.-ain and the 

^'"vow/if'voTwere going to hare it, I would apply in my opinion 
the penalty to Federal revenne sharing. That would Ikj a much n.oro 
otiVctivewav to get state cooperation. . , . „ 

If von w/int the Governor and the legislature to coopei atc m doing 
this which is what von nee.l. the bn.lget .lirecto,- H'o Gover..or the 
legislature, reduce Fede.al revenue sl.ar.ng to th« States aboiit. 10 
pm-iM.t and von will get them to cooperate in this program. Thej 
!robahlv n.ight not c^re if you reduce the aid to 'je f^'^i'^^^ ^9^ 
;i,.|.ende..t children 1. 5. or 10 percent. They m.ght be happj m 
<5oineSt!.tPsif voncntit r)Oi)ercent. 

■ I think therefore the penalty that is in the law .s the wrong ap- 
p.mc'l. it has not produced the kind of result that the Congress 
wm ts or anv of us w mts in connection with the p.-ogn.m. It puts the 
p.M.aity in the wrong place at the wrong tune under the wrong 

""'T beli^e'u: goes back to the point I me.itio.ie.l that if you want 
to^^ircoope.:.riou f.o.n the States to effect.u.te the P^;"^™: ^^l^^^ 
yn.ri.ave to have a good rappoit betwee.. the pe.,plo wl.o are admin- 

"TillSt savthis because I spent 2.. years of mv life trying to 
nv kH .e Fc<l.n-ai:Stat.. program wo.k. Duri.ig the last years it 
; -ol n.4d in ITEW. There has been a virtual disnntegration of 
SJ ^vrapprorr-l. l.twee.. the Federal C-yernment and t^o 
States under an administration which was committed to trj to help 

*''Tl'loIi-t'n..dprstand it. I think it has been tragic. The ho,t T can 
«.,v i' that if Secreta.-v Mathews can turn that around in health and 
ii. i'd.i.'nt on. lie will" he making a treiiiendons contribution, ni his 
i n rThnt is where we oudit to woilc on it-on the a.hnin.stra- 
ti • i'lo of the State people in charge. They waijt to do a good ]ob 

The State people are not airaiust the proirnim. They have h.ianc.al 
problenis.adininistrative problems, staff prob.em^^^^^ 

If you work with them, the program would be a lot Hotter tlian 

'^ArrOmvoFn Thank von verv much. Mr. Secretary. . 

T imve a confiictimr obligation. I will turn over the Cha.r to my 
collciigiie from New York, Mr. Scheuer. 
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I We appreciate your being with us. 
g V Mr. CoHEX. Tliank you. 

£• Mr. ScHEtTER [presiding]. I have a few questions for you, Mr. Scc- 
if- retary, but before I ask thenij I am going to recognize my colleagues 
) on the Democratic side. 

As an old friend, let me say that it is a great pleasure to see vou 
V and to have the benefit of your counsel and wisdom. 

Congressman Sharp. 

Mr. Sharp. Thank you very much, Mr. Chairman. 
I am very much concerned with what you have said about the 
distintegration of the Federal-State cooperation. 

I recently met with hospital administrators in my district, several 
of whom said for years they have worked and actually looked rather 
I' favorably on what the Federal Government was doing. 

In fact, several of them said : Xow they are the enemy of the Fed- 
eral Government and that from here on out, they intend not to 
cooperate; tliey intend to frustrate, a couple of them indicate, the 
efforts of the Federal Government because they said what they have 
seen in recent years is on again, off again regulation, increased paper 
work with little apparent result from their point of view of improve- 
ment in basic health cai-e deliveiy. 

Essentially, all thev have <rottcn is more penalties, more regulation, 
I guess I am speaking of frustrations and asking you if you see a 
way in which we can restore that cooperation. 

I assume on^^ ])i-ol>l(Mn is in iKWisonalties involved. Obviously, you 
liavo to have tliat couunituitMif, and tliat spirit but poihnps we have 
seen too mucli Federal arro*ranc*e in process of defending tlioso pro- 
. grams and not enoucrh uuderstanding that somebody on (lie local 
scene i u^rll^ have some ideas and nii^rht be trying to do a good job, 

Mr. Cc^rLw I have lots of suggestions; some of which I have already 
passed on to Secretary Mntliews at liis request. 

Let me say. your point is absolutely well taken. It is not only tlic 
iK^pital program, the Hill-Burton progiam: it is not only the medi- 
caid program. It is tlio AFDC program; the whole social service im- 
plementation of title XX that is now going on. 

There is a kind of attitude of confrontation with the States and 
the kind of adversaiy relntionsliip that has pernieated tlie situsitioii 
in the last 5 yeai*s, wliicli I mu.st say I never know in the previous- 
SOveaiT that I wastlu^ix^. 

T think it is very unfortunate. I will just give you two illustnitious : 
Mn "Weinberger would issue regulations before sinv State person 
ever was consulted in tlieir fornmlation. 

Xow, there is no Federal law tliat sjiys he lias to do it hut T tliink 
any gft-od administrator before he asks for moix^ paper work and moro 
resnDn«:ibility, will get a better response from people if he consults 
thpni 1 > forehand and irons out the bugs. 

Th. last two i-egulations Mr. AVeinbergor issued on the day he leffc 
the States had never been seen by .State agencies before*. 

I miglit add that tliis is a very nonpartisan tiling l)ccauso States 
with Republican Govemoi-s feel exactly the same wav about this air 
Democratic Governors. Tt is not a partisan thing that I am discussirir 
at all. It is a failure of participation. 
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I think that overemphasis on paperwork, failure of consultation, 
thinking of the States as if they wore an advei^sary rather than a 
partner, requires a tremendous chan<je in the wliole way in which 
thin<rs are operatincf there. 

yiv. Sharp. Thank you very mueii. ]Mr. Colien. 

T will nrivo niy colleague a chance to ask some questions. 

yiv. Scni'.rr.K. Con^rressnian Santini.of Nevada. 

yiv. S.WTiNr. In suniniary. iniirht we say. Dr. Cohen, that there lifts 
been a dohhernto sabotn^rc on tlio pai-t of at lonst some level of ad- 
niinisrrativo. diiwtion within IlEW in the past in terms of the health 
services proirranis that we are examinin^r toilay ? 

Mr. CtuiKV. I don't want to use the word *"sal)otanre,'' because I 
think it was a dillVreiit conception of their role. The major rospon- 
sihilirv. in my opinion for thir? failure is due to ]Mr. Dwight, who was 
the SI?S administrator during tliat period of time. 

He had a completely difl'eient conception of what t])e Federal Gov- 
ernmt nt'.s role and responsibility was. A^, for in.-tance, take a .specific 
])ro!)lem. in the outreach, searching out these chihlren who are eligible. 
He said, no, tliat is not the Federal Government's responsibility to try 
to go o!it and beat the bushes to see who is eligible. Allow the States to 
•do what they want. 

My best soui-co for that, by tlic way, is a very excellent article by 
John K. Tglehart. National Journal lveport.s, back in 1974, which 
quotes vai'ions )v'o]>le. 

r !im not making t!iis up out of niy mind or experience. F>ut in there 
you wili find I hat xarious things that were sugge>led by ^Ir, New- 
man- 

Mr. Santivf. riinirmnn. T aslc nnnnimous r-onsent ^ ha^ the doc- 
ument be identilied for the !-eeord initially autl then admitted as part 
of our evidence in this hearing. 

IVFr. St fiKri'i:. ^ViMl()lI^ obiction. if i.^ so orth^reil [see p. 07], 

Mr. Coiir.v. 1 tliinkyon wili find thisdoenmcnt nu)re revealing than 
the ( f .VO repoi-t Ix' -inise it cites people and quofatiojis. 

]\rr. Saxtint. "Would yon identify the docunicnt again? 

Mr. roiir.x. This is an article bv John K. Iglehart from the National 
Jnnrnal Ftei^oHs oi" Jnne i^o! 1074. entitled ••TToalth Kei)ort/HEW 
S^Mtes Child Tare llecoid M:iy A llVrt .\*^(Mif y's rnsuranee Ivole." 

If yon will jnst ;rive me a second to answer y*>Ur (jue.slion, I will try 
to trive yon a ejiiot a' ion. 

For instance, luue is a quotation in here: 

?rr. Dwitrlit sa,v>'. "SRS has a pri!nar.v irit<'n .-^t .Tml oIjHsnlifni untU-r the Jaw 
to ;is>iiro the :iv:ulnl»ilit.v «»f KTSDT serv»«-i-,** hut Uv inninJaiafU riiaf tlin statute 
(hH'< nor rt'ipiire the kinil of a;jri?rossivc oiitn-ach iin»i;ram that Newman and 
Kosnff eiivisiniu'd. 

PaTenthetically, Mr, Xc\nnan was fit that time an administrator of 
the nunlicaid pro*jrram. Mr. Kosotf was the Acting Director of the 
Office of Child Development. lie is the current Deputy Director, 

The Federal Onvernniont will not dlroofly eriiraxo in outrO'aeh and wUl not 
rofpiire an.v State to en;;n?e in outreach to secure add it tonal eligibility for the 
title 20 medicaid nrofrrani» J)wiKht said in his meraonindum dated February 14, 
this a prcrop;itive and choice \vhi<'b .«;hoidd he strictly limited to the State.s. 
Tho State?* are the operator of title 19 and their choice doterraine.s the scope of 
'service anvl eUp:?.Nility for title 19. 
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[ 1I.C iational Journal Koixji-es articles refc-md eo follow :] 

[From the Xatlonal Journal HeportH. June -9 1074] 

(By John K.lgleluirt) 

oSte" •dc^s^;^f l^nX';^^^^^^^^^ "'^ nnd .Welfare 

Rn<lpr.ivi,lingtreMf.>u-„; fir them ^ '"'^«"«>' Problems 

?hi"',rj"'^; ""^ '"■■•f "K^V on Capitol Ilill 

rnS!;s;::;^-,r?;^fc eo„.pi, .... 

Pluya major role In «dn.ln^I;t .rins iindZnu '\'P^"\"''t H.at .-tatos should 

••ThP performance of IIKW Tml t ."r^ifl i"«"ranc... 
your imaglnaMon on l.ow th<V , ^^^^^^^ n.m-h to 

i:o;!mrp-^--.n^j'^:-" -coi.r^^r.rrir/n''' ;='-r-;,-i:L;i"? 

^^f^^l^i::^V:1(^:^J]^ so*-//- A.ln.in.stration ha.s 

and,.notI.erforn„nworkinK„ndll,w!lnco"^^^^^^^^^ "^""''"'^ Population 

wo^.t;l?Xer^UX"enKe^ " ^-sU t.at 

analysis. ''"^'^ control costs, according to the ArlriiiniKtration 
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implementation of EPSDT is one of the Secretary's program objec- 

-.IVmli'-^^^^^^^ four have ..e^ 

''seven professional ^tuffers work ">> I-J^^fJ^",,^ents 10 re^nonnl offices ">K> 
elded to leave or have left H''V/,„'i."„.o.kinK with the stnte« in each region, 
s affer on the nverose. is responsible for ""^^'"^^'^^'^o^- much states spend for 
HEW never has heen ?^'« "^^"^"'^''^^pomJral po^ >n«"7; J];"! 

EPSDT because the funds flow from » 'Jl'i'™, ' deimrtmcnt does estimate that 
fotal in excess of §10 billion in fiscal lO.u. rhc deim^^^^^ .^^.^^ „u kinds. 
30 per cent of these monies are ^l'S"'/"^,fV/„'E Social Security Amend- 

Under the program, which was first ?^'?,f„ ,%cc^^^^ of Aid to Families 
T„en?s of 1967 (81 Stat. 821), states ^;.^,,XlU.v of child health screening 

With Dependent Children (Ai DC ' of ,<, wtimated to number 13 million. . 
services." The elisdble child popul.Uion is . .sti ii.^^ screeninp sen-- 

""State^ also must "Ijrovide "'•^"^/'^reKit.'^ The services are fliianccd 
ices" and • nrriinsc for . • •. F""!f,,i„„to« the federal government to l-aj from 
•^1rS3%e^rt':!frcos^ tS^^^^^^^ e.orts to Im- 

P '"'^""W,., ^ a.ked Weinberger in a letter dated June 11 to describe in detail 
w^faUhe d^-tnit^^^^^^^ claiming tlie.v have 

Furtren court .suits have 'XTum' ^''''Tli"'- "^"T 
failed to implement the progriiiii f""> J.'l^.rk Ohio " "«> ^ 

nectTcut" Uinois, Indiana, ^»e'>'f ^."^tor? dead ine of J.il.v 1 Bone. with R b 1- 

Thus. with hope of meeting tl>c--'f l'"t°^,;^p court suits, the department Is 

a statc-s payment could he substiuitiiil. , ,,pp„ stvmied hy a number 

" Slems'-Full l-p''^"''''"" ",','J.i„"5, f;^-^,?rn at HEW%nd in the states over 
of factors, the "V^^' 'Xenhig sZi^ iT eligible children for medical 

'^SSntsTn^t^nVr^^^^^^^^ itself has been a significant im- 

States.-The federal-stu e medicaid l^/'rjJ^VsDT. Although lluanepd I'nmnrily 

«r'ai ^X^'^- ^ 
^*'\\Mt'hrgeneral federal piidelines. -^J"tes select th^^ 

l^^ES^^:artrci'Je-?Sl^M- .^-ve'^ of reiml.urse- 

Si^nt^Kw ^.X m\°dtcaid^U"nol- eKc.eds that of the budget for 
aid to needy children (AFDC). 
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A number of states offer only the minimum ranpe of beueftts required by law: 
inpatient nnd outpatient hospital care, skilled nursing home en re, pliysieian eurc, 
home health services, laboratory and X-ray services, family planning services 
and sereeninpT and treatment of individuals under the ujrc of 21. 

Although EPSDT is one of medieaid's mandutory services, states have imple- 
mented it with the same vnryiug degrees of enthusiasm that tliey have shown 
for the total medic*aid program. 

SRS. — The child health care prcprnm is only one of several that has beea 
hindered by bureaenratie warfare between the direetor of the fcSocial and Keha- 
bilitation Serviee (SRS) nnd his career staff. 

SRS Administrator James S. D wight Jr. has established priorities ^viiieli fea- 
ture efforts to improve management of the welfare system and to pnrgvi the 
publie assistanee rolls of ineligible recipients f»f welfare funds. D wight's pre- 
seription inelndes relentless budget cutting, both within SRS and in the pro- 
grams it administers. 

The SRS career staff has a totally different set of prioritic.s whieli favor liber- 
alizing the ngeney's programs so that more, rather than fewer, low-ineome fami- 
lies reeeive federnl help. 

The eonflict between Dwight and the SRS hnrenneraey has generated turmoil 
within the agency. Staff morale is low and a number of recent resigt-iations liave 
resulted, including thosee of Howard X. X'ewmam niedicaid commissioner; 
Karen F. Xelsoii, medic:iid's ehief of program, planning nnd evalnation; Joseph 
Planes, medienids long-term eare specialist; and Barney F. SeUiUrs, head of 
EPSDT. 

Congressional discontent with Dwight's stewardship of SRS also is mounting. 
The Iicst reflection of it was in the pnssage May 21 by the House of a bill (MR 
1422o) that would remove the Reiiabifitation Services Administration, the most 
popular SRS program, from timt agency and place it in Weinberger's ollice. Tlie 
vote was 400-1. 

Earlier in the year. Congress removc^l the Administration on Aging from SRS 
and placed it in tlio Secretary's ciffice In-canse, in the view of legislators, Dwight's 
support of the prof?i*am was ^veak. 



Tlie history of the EPSDT jirogrnm is a textbook example of what happens to a 
program x>hich Congress authorizes — and then rarely tends to — and to which tlie 
executive* branch never fully conuuits itself. 

The problems of a lack of tinancial resources, an nbseuce of nvnilal>le screening 
services and the inability of slates elVectively to link eligiltle children with serv- 
ices which are available all have stood in the way of fulfilling a commitment 
which President Johnson first articulated in a message to Congress on Fel). 8, 



Mr. .Johnson outlined a 12- point welfare program which included a commit- 
ment to "eNr'nnd our programs for early Uiajjuosis and treatment of children witli 
hnndicnps." 

The l^resident noted that nearly .100.000 children weri^ receiving treatment at 
thsit time under IIEW's health r»roi:ram for rripi>lcd children, but he said "more 
than tv.'Ice that nam Iter need helj)." 

••Tiie problem is to discover, as early as possiiilo. the ills that hantlicap our 
childrea. There nuist bo a continuing ff»llow-np and treatment .«o that handicaps 
do rn»t: go neglected." Mr. John.«on said. 

EP.'^OT was sold to tlio President l>y former IFKW .^^ecretary (lOOS-CO) Wilbur 
J. T'ohcu, when he was the* department's undersecretary. 

Ch;iinuau Mills scheduled lu^arins': i'effire the AVays and Cleans Committee a 
week after the message. And by Au?:. 17. the House liad i»as«ed the Social SetMirity 
Amendments of lOr^T. which included a provision that requir(»(l states to screen, 
diagnose and treat the medical ailments of children of low income families start- 
ing July 1. 10f)0. 

The Senate Finance Committee approved similar legislation and the program 
cleared Congress on Dee. of that year. President Johnson signed the bill into 
law Jan. 2. 

HKW dracced its feet in developing regulation's to implement the program. TJtit 
two and a half years later, the former SRS administrator, John D. Twiname, 
proposed "tentative'* regulations for EPSDT which interpreted tlie law quite 
broadly. 
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The regnlations stipulated that states were to provide screening services tor 
all eligible children under 21. If ailments were found, the states were obligated to 
correct them regardless of whether the necessary treatment was a service nor- 
mally provided under the medicaid program. 

States strongly objected to the proposed regulations, arguing that the compre- 
hensiveness of the services required would have a dramatic impact on state 
budgets. 

As u result* HEW rewrote the regulations and watered them down. The new 
regulations instructed states to provide services to children that normally were 
a part of medicaid benefits which they oitercd. 

HEW also said that .^tates were ohlijiatod only to .<;crecn, diagno.«;e and treat 
children nnder age six at the start, eventually e:cpanding the program to serve all 
children under 21 years. 

The Senate Finance Committee gave its ble.ssing to the department's more 
restrictive interpretation of the law by including a provi.sion in the Social Secu- 
rity Amendments of 1970 whieh conformed with the proposed regulations. These 
amendment.^;, however, never became law. 

Finally, nlmo.st four years after President Johnson .^^igned into law the Social 
Security Amendments of 3J>(>7; former HEW Secretary'' (1971-1973) Elliot L. 
Richardson approved EPSDT regulations on Nov. 4, 1971, to liecomc effective 90 
days Inter* 

Congre.s.*? showed its concern over the lack of movement on the part of HEW 
and the states to implement EPSDT when it apjiroved as part of t!u» Social Secu- 
rity Ameudmcnt.s of 1972 a provision imi)osing a tough penalty on jurisdictions 
that did not meet the statutory requirenipnt.s. 

But, On the whole. Congress has paitl little attention to the program. Besides 
Rii)ic(>ft'.«; letter, the most recent expression of congressional interest in EPSDT 
wa.s voiced by Rep. David R. Obey, D-Wi.*;,. a member of the House Appropriations 
Subcomniittoe on Labor-HEW. 

At a hearing April 24. Oi>ey pressed Dwight to explain why HEWs imple- 
mentation of El'SDT never has gotten off the ground. 



HEW policy makers always have been at or Ids over the degree to wliit'h the 
department should commit itself to imi»It»inentin.ir the EPSDT program. Tliero are 
e.ssentially two .schools of tlioujLiht on the question. 

Op.o school advocates an aj::rre>isive appruacJi to implenient.'ition, *'beatin;r the 
bushes to link the children with tlie service.^," said one HEW oIFicial who .supports 
this approach. 

The other .school frowns on such tactics and maintains that HEW s-liould adopt 
a passive role, not going out of its way to advertise the program and not forcing 
states to implement it fully. 

The two schools clashed last year tbroniirh internal department memoranda and 
the result has i)ecn n middling approach to the implementation of EPSDT. 

Xcwmn)!. memo. — The .seeds of conflict were planted by a UK^niorandnm dated 
Pec*. 12, 3073, from medicaid rommissioner Xewman and Saui R. Rosoff. acting 
director of the Office of Child Development, to their program chief*; in llKWs 10 
regional offices. 

Xewman and Ro.<:off announced that they had agreed to fund some 200 demon- 
stration projects that wotild utilize private, nonprofit Head Start agencies *'in 
making EPSDT services available to medicaid i»!ii:ilile ciiildn-n ages 0-0." 

Newman and Ro.soff noted that the niedieaid and Head Start programs; had 
"common bases" which could facilitate implementation of the EI\SDT program. 
They contin?ied : 

*'Both ap-enc.Vr'i <:erve low income families. Both are concerned with continuity 
of health ,^nr^ f)r«l have the similar objective of integrating .services provided 
through avaJ.'oble state and locai resources. Thes(* similarities .set a comaion 
frame of it^ts^r^'^ve that can generate a wide ran?e of Inenl collaborative activities. 
Therefore, me iicaid and Head Start are initiatinjx a collaborative effort." 

Although the language was bureaucratic, Newman and Ro5:off were saying 
that HEW would institute an aggressive program tiiat would .seek out low-income 
youngsters to undergo medical screening and receive corrective servic<*.s, if 



"Head Start will refer potentially eiigilde Head Start chiidren to medicaid 
for enrollment and medicaid will pay for needed health services a.s required by 
EPSOT regulations," the memorandum said. 



CONFLICT 



neces.sary. 
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Diolght rehtiff. — SRS Commissioner Dwight learned of the Newman-RosoflP 
' memorandum some \s*eeks after it )iad beeu sent to the department's regional 
offices. Several states, an HEW staffer said, including Conn'ecticut and Texas, 
had expressed concern to Dwight that the new EPSDT-Head Start project would 
force these jurisdictions, against their will, to expand the screening program. 
On Jan. 10, 1974, Dwight wired SRS*s regional commissioners; "Disregard 
. the 12-12-73 njeniornndiim from Howard Newman and Saul Rosoff, 'coUaboratiou 
between selected Head Start grantees and state local medicaid agencies for de- 
livery of EPSDT ser\ice.«i.' Tlmt memorandum has not received SRS clearance 
and should be considered only as a recommendation to me." 

Dwight also asked regional commi.^sioners to conmient on the Xewman-Rosoff 
propo.sal. One month later, he issued another memorandum to SRS regional 
commissioners which es.scntially outlined the passive approach toward imple- 
mentation of the EPSDT program. 

Dwight said that "SRS has a primary intorest and obligation under the law 
to in,snre the availability of EPSDT .services," but he maintained that the .'Statute 
docs not roqiilre the kind of aggressive outreach program that Xewnian ami 
Ro.soff envisioned. 

••The fedoi-nl government will not directly engage in outreach and will not 
reqnirp nny state tn enmigp in ontreach to secure additional eligibility for the 
Titlu XIX (medic.'iid) program." Dwight .^aid in his memorandinn, datefl Feb. 14. 
"This is a prerogative and a choice which .«jbonld be strictly limited to the .states. 
The states- are tlio opemtor of Title XIX and their choice determines tlic .scope 
of service and eligibility for Title XIX." 

Dwight direetod that the -pplmnry enipbasi.s" of the liOO Hojid Start demon- 
stration projects bo to make EPSDT services "available to medicaid eligilile 
children who are also enrolled in Head Start" rather than encouraging ih'\se 
children to enlist in the program. 

Bnt recognizing, as Dwight put it. that "out reach is inevitable in sneh a 
project." be direrted that st.-ite medicaifl directors and Oovornnrs would bar<» 
to approve individual demf>nstration in-ojocls "before tins activity is iiiiti.Mted 
in any state." 

Dwight over.sees medicaid and SRS" other programs while adherinjr to a view 
that for HEW to prorl states to take actions they essontiallv do not wrwit lo take 
IS an nnproihicf ive exen.'iso. 

••I have an aflinity fnp how to get states tn do somethin:-— oMiopwisp T have 
wasted live years of my life.'* Dwight said in an interview. *-Tf we .^tart dict-itini? 
procedures lo the states then we will ::et ourselves in trouble" 
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The concern expressed by Thomns about the ^^^^^^^ 

or^I^fxe^' Vorlf oE^l^'not^r lna«en.ent meeting 

''"d^S led off the discussion on ^f^J^^^^^^^^S^'^n^ 
^'^^'^^J^^.^'l^^t^A^'^'^^ bT'lhe"screenin« of fro.u 
1.2.miilion to 1.4 million children. «,w.ntincr for nil of IIEWs ropionnl 

'=';r>^SS"crnSl the meetin. by emphasizing his strong commitment to 
implomeut EPSDT. Tl>e official m es 'he m^tmg r nd . 

S^n,fe? tX ar. acnve rolein "fating sf"'e%toi^^ 

trrr^„r\r^a"eS^ "'^ 
''Youi.'"Srd » memorandun. to .Tohn R. 

OtuT assist" t Vw s^^^^^^^^^ for administration and "■""•''S^'^nt j.sgest- 
ii." that? in light of the .Tuly 1 deadline. SRS's management objective for Imple- 
iiipnting the EPSDT program he strengthened. 

'tT'rRS priS/a^'To'ZuTa^ KPSDT services to eligible children 

nnd o%rroen'?i,roc> million children should be reconeilod with the leg.-d mandate 
to Dfovide screening for all children, in other words eight million plus. 

"Vow th.it S has come to shove, as far as the financial penalty is concerned, 
we s,?g4't th-i" SRS invest much more than 10.000, which in budget term.s rep- 

''T^;::i?,:'0Pr<0;^^^^^^ system) objectives should det..ll how 

sijS wi 1 monitor EPSPT and apply financial sanctions where nc'oess.'iry. The 
p • n should also include development of a tracKMng system to imlica e whether 
eV ti?"rreenings are actually followed up with by diagnosis and treatnieat ' 
Yn . .' WIS making reference to the MBO management system. Ottina and 
ThoZl- S MrF^e his dp""?y f"r management plamiing and technology, are 
roM'onsilde for administeriiicr the internal management ^„„„„„. nhionUve 

Tl.P II Ttlomentation of the El'SPT program was a jnanagement "bjectivft 
est.l?iX bv t lie SRS in fiscal 1!«74. Mcl-'ee s=iid in an interview hat because of 
^•Hii .ru'or'.^eommihnent to the goal it liUely vyould be "psraded in fi^ca 10..^. 

It wa«r SRS' first crarU at upgrading the ohjec hve ^^'"^i? ^^f^'^^^^^ 
•n,v!.ri,f ind siiccested that the "re.sourres required" to operate El M)J in ii.srni 
^^75 fot.'Tnd so G miUion! including $40,000 for the salaries and expenses of two 
sstaff members, 



STATES 



:H-^2;:=nii^!iV:=^^ 

^n;"^'";;":-!; M.,n.li ^o the Xationa, n.aUh^ 

,.;v7cerrr^o-?-^;;[i;?^en?';rlh^^^^^^^^^^^ readily available or 

•^'•r.S;.m!,\\roTtV;oseprohlems.s^^^^^ 

^'^X^^^^'^ol^^l^'^^ against polio. About 
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two-thirds have iievor boon to a dentist. Aud poor children have three times more 
neart diseases, seven times more visual impairment, six times more hearinj; de- 
fects, live times more mental illnesses than the more aUluent,'* Newman said. 

He .said that EPSDT got caught !n the squeeze between rising welfare expendi- 
tures and the states' fjoncorn over the potential cost of the screening progranf.. 

"States were reluetant to embark on this venture, and the federal government 
was reluctant to insist. The number of welfare program recipients had been 
increasing steadily and the bulk of this increase was in the .nddition of children 
whose families needed public assistance... Despite its obvious long run, .nnd 
even short run. benefits. EPSDT posed a problem for public budgets/' he said. 

Dink9. — Beyond the problem of its potential costs, EPSDT posed a signiticMiit 
ol)stacle for medicaid programs that never had been called upon to develop sorr- 
ices. To make the vital link between providers of care and the intended reciidents 
was a new and foreign tasik for stale medicaid procrauis. 

Medicaid was establishwl in VMo, primarily as a federal-state mechaniJ^ni to 
finance the cost of the basic health nei'ds of some 27 million iwnr Aniorifan^ 
Many state programs are not equipped to manage the development of new scrvi<'e 
programs within the context of medicaid, even if they had the money. 

But pressed by court suits, a number of states ni)w are commit'tini; now ro- 
^.mI^^•es to develop the EPSDT program. The states which have most inipressnl 
IJKW with their efforts to implement EPSDT are Alabama. Iowa, Michigan 
Missouri. Mississippi nml A'irginia. 

In California, the KPSDT program helped influence the state legislature to 
enaf't a law which dirccred the state government to make screening services 
available to all children. 

Texas has made a special effort to extend dental services to children eligilih* ffir 
the KPSDT program. Dental services are generaly the most difficult to attain of 
those services provided under the proirrain. 

yew York. — Xew York has decided to step up its implementation of EP5«DT in 
tho lace of .-i oourt suit which charges tlie state with not dcvelnninir a program 
and. as tlic result of the recent appointment to a high state post nf R(»vcrIeo V 
Myers, a former HKW official committed tr> EPSDT. 

In a project that will start in September. Xew York State's Department of 
Sorial Services and Department of Health will strive to link children eligible for 
EPSDT witli a comprehensive range of health .^services. 

"The program began in 3072 in Xow York, hut to date it lias not Ix'on f'ff<'Ctive 
in reaching the target population.*' according to a state document which outlined 
plans to upgrade EPSDT implementation. 

Through a marriage of Xew York's medicaid pro;;ram and the resional medi<'al 
program (H.MP). another HEW enterprise which seeks to improve the In-alth 
delivery system in a variety of ways, the state agency hopes to make the vital 
link between eligible children and screenini: services. 

The agency plans to focns its efforts initially on approximatelv -loO.OOO eliirible 
children in upstate Xew York. Metlicaid funds would tinance the scriM«ning. diat:- 
nov-is and treatment services. Hut RMP monies would he used to identify the 
children aud educate their parents to the merits of EPSDT. 

Xew York spends more tlian $2 billion a year to finance health services under 
medicaid. It spends an average of $.300 a year on individuals who participalo in 
medicaid. 

Mrs. Myers, a deputy commissioner of the State's Department of Social Serv- 
ices, rejects Ihe notion that the EPSDT will be a fostly endeavor for slates. 
**We may well he able to retlucc that .*???0n figure, or at least control how it is spent 
better, through EPSDT because it will encourage the delivery of more prima rv 
car<*and less hospital care." 

-The program* should demonstrate that a relatively small amount of flexible 
RMP funds can be used as leverairc to make the exi)enditure of relatively larire 
amounts of medicahl funds more corrective." Mrs. Myers said in an interview. 

In Xew York City, the state agency plans to follow two approaches to Imr-Io- 
mentation. One is to inform parents of preschool children through letters of rho 
availability of .s<.Teening services, which are provided by New York fity's HeaStli 
Dcnartment. 

Second. Xew York plans to screen older children throuirh a linkagr* with the 
sfhools they attend, an approach which has not been used widely in othor Juris-- 
dictions. T^efore Xew York can move forward with tin'., approach, thouch. HEW 
must grant its approval because It will require the department to waive a pro- 
gram regulation. 
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OUTLOOK 

r«rr.o Tniv 1 IKsiffht said HEW would be prepared to assess the penalty pro- 
vld^by law on^^^ ^^t have failed to implement the EPSm^program B^^^ 
he laid\at^^ of the penalty is an admission of failure" to put EPbDl 

^'^ip^^.^- nnnarent strateffJ as reflected In Dwlght's comments and the agency's 
MBO sufmXis to^^^^^^ sutcs the benefit of the doubt on the question of im- 

^^Sf P^Ved MBO statement on implementing EPSDT indicates that the 
agency does not plan to move precipitately to impose the penalty. 

"For one thing, a lot of money is involved and a quick cut-off ^i;^"}^ bnng 
screams of indi|iaUon from the states and their representatives on Capitol Hill. 

S^o^d a reduction in the funds ^vould only hurt those individuals who can 
least afford it— the welfare recipients. And third, Dwlglit is prepared to give 
states every benefit In finding ways to comply with the law, such as phasing m 

^""SRS? P?oposS statement on implementing EPSDT sliows that the agency 
plans to use the first three months of fiscal 1075 to assess which states have not 
complied with the law. ^ , ^ . , i.v. , • 

On Capitol Hill, meanwhile, a spokesman for Sen. Ribieoff said that be is pre- 
pared to take HEW to task if it fails to require states to comply with the l^PbDT 
law. ^ 

[From the National Journal Reports, Jan. 11. 10751 
Health Repoet/HEW Plans to Fine States for Xot Implementing Program 
(By John K. Iglehart) 

The Department of Health, Education and Welfare, though it has made only 
a token commitment to implement a 10G7 children's health program, is propann? 
to penalize a number of states for failing to develop fully the same program in 
thoir OWL juri.sdictions. . o • i o i * 

HEW plans to impose tho penalty, as required by tlio Social Security Act, on 
about a dozen states which it believes have failed to implement the dcu»artiiieiirs 
beleaguered Early and Periodic Screening, Diagnosis and Treatment (L^PbDl) 
t)ro**ra ni 

In a separate devolopinent, the General Accounting Office (OAO) underscored 
the problems of EPSDT implementation in a report released Jan. S which criti- 
cized the elTorts of HEW and some .states In carrying out the program. 

Rep. Ralph H. Metcalfe, D-IIl., who ordered the GAO examination, said In a 
statLMuent : ^ , i.. 

"(HEW) Secretary (Casi^ar W.) Weinberger owes the Congress an explanation 
of why he did not, sec lit to provide for the physical well being of rii*».se chil- 
dren. ... I intend to see to it that. th<»se children, their parents ami the Conirrcss 
ho.or from the Secretary why this vitally important proijjram was delayoil for 
so long." 

PROGRAM 

rndei* the program. anthorize<l by the Social Security Amondments of 1907 
(SI Stat S21), states must inform all recipients of Aid to Familir^s with Dcjx'nd- 
eiit Children f AKDC) of "the availability of child hralth scre^ening .sorvires." 
An estimated 13 million rhildren are hclicved eligible for the program aimed at 
detecting and correcting health problems. 

Tlie law .says the states must ''provide or arrancre for the provision of such 
screening .services'* and *'.nrrange for . . . corrective treatment." Tlie .vervifes are 
finanfcd under a medicaid formula that obligates the federal government to pay 
from 50 to S.S per cent of the co«t ; the states pay the rest. 

WcUihrrfjcr. — HEW's lack of progre.<?s in iniplomonting EPSDT is contrary to 
a oommittnent Weinberger made five months a^o when ho pronii.sod to stop up 
the df»partnient.*s efforts to develop the program. Weinhorger told stato officials 
at regional meetings on EPSDT implementation that HEW would a.ssign addi- 
tional mnnpower for the ta.sk. 

Then HEW Undersecretary Frank C. Carlucci made similar promises Aug. 16 
in a J^an Fmnci.^co .speech to .state health officials. **We have set aside 125 job 
slots si>ecifically for the meilicaid children's program (EPSDT)," Carlucci said^- 
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Social and RehabilitaOon Seirlce S^^^ ^ ' '"^^"'st'-^to'- of HEWs 

though HEW Itafl members wfo ren^^^^^^^ program, nl- 

One DressureTushing the stated t^^ I .''""''^ not immeUiately document, it. 
HEU- plans to imj^ and coi.rt-*^tts i.endin'- ?nTn T'" / '^'•'''.""°'-J- I^nalty 
dictions have failed to impIementThSosrum fSl?v """^ ""^'^^ J""''" 

hn-^r„?tt'rroi^t-oViirfl.:;-;.'^;;;^/°5^^^^^^^^^ em.ot it 

should i,lay in a nAtional hoalt r"n^rr-fnce ™^ I f f 
ern'!>'!^^?ott"to°'.a^cr?Tl4^^^^^^^^^^^ i^-''^ f ^^'^ 

OAO REPORT 

sin^c'ritrhTrSrV6rrsprr?on'ieS''n^;L't"o?S^ "^'^■ecteU 

countinfoffl"e.'°an hfvS^^^ Tc'" '° ^'—I Ac- 

tween June and Do^ZllX^'cJ^ iuvestfS 'I '''' I'^"'^"'"- 

m Alabama, Idaho, Illinois Jla^sachi sltt. n^^^^^^ ''^'i'"'? "'^ program 
and Wisconsin. GAO investleatora alsf rLvie^Jer^^^ ^'l*"?^ '«^''>«l>i>'"ton 
UFAX headquarters ami a^rSa? offices Tn Bo^^^^^ l^-^Sr;.". at 

In its report to Metcalfe, the agenov said ' ^""^ 

reS;;e^;--?s"t;^tr!,tatrto -^^^^^^^^^^^^ Tntr:,'^'-'^'"'^ -^"'-^ 

care l.y identifylns and treating rn Xnl i^r toi " 'T'''^ r'" r"'''^entive health 
EPSDT approach has great" "tlin^a for ^iSn^^ 

costiv medical care I'uienciai for reducing the incidence of long-term, 

s.;"^?L^"?o'r)ce^'°;:,t'o"s ss'r^^thT^^fr^- -^i'Ts^^r '^-'^ 

HEW and the states Im-c been concern^^^^^ ^ wi7h "fPf ^'^^''i^' /Wntlons- Both 
EPSDT AS a result, only a small Snta4 of tl iXnf" Providing 
screened. 1'i.iu.ncaoe ot the eligible children have been 

in;:'and'KS-sSlng"^,,fd'l^^^ •''^"^-^ ^^^^^l" •^'^-en- 

eligible children in the eight ItaterAwr i . '".""'^ '''^■'^^ l-** "»"ion 

appear to effectively r.Lnt1fyheaUhp;o^ ''"^'^ '^'^'^ performed 

seekX-bfeThnd^^^^ '^^"^"^ recommended that each state actively 

can"he™[Sfne''d"'°'' '^''^^ '»^""'"'"e and when and whore they 

emi'lt^LVnUy'^g^^^^^^ 

t£nS-f ^^^^^^^^^^^^^^ t^'-t'lllTTerS'^ ^^'^^^ 

thJt^^ta^^iiLMiers? i^sfvJSodi ^ifgLr^-;- .-^^ 
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..For oxa„.plo." it said "^^^^^^ 

Eeseareh Institute eourtnctcd an 1>1 bux j,,^ q^q. 

munities in eisl.t f"tes other ti>«n tl.oso ex.. ^. ^^.^^^^^^ "IT"""'^ 

j'^iv%^n?nrwi.si:}^\Ut^ ^"^""""^ 

screening: should .be porformort ""f;^/,Vn.! nt^^^^ nowevor, in some 

SEfea^au'iul^-p^^^^^^^^^^^^ --'--"^ " 

"■?.T«orta«e areas that ox|onsKeJy u.od ^ 

form EPSDT screened more emhlren tl n shortage t ^ ; j„„ f,.,^ children 
health professionals were not being used. nvailahle so pnhlie 

fn these areas were as high as 62 P" cent increased nationwide if 

medieal problems diseoN;ere 1 thro«|h H e Pi^';,,,,;^,,, ...,„orally dul not 

states lack adequate traeKins ^y^'^"}^' I'tpn .. the GAO said, 
vnow whether these ehiUlren were '''' ;j.^,;;\^'','^;,fpn,°, ,.i,i,.h eonld monitor the 
''"Several states had Plans for «°">P"'J,7;''^f,„;^ ff^^ work only Alabama 

""Ji^v:? '^eommena that the Secretary oj nEVT direct^ the administrator. S^^^ 

l^ti^,^^^'^'^^^-^ ''''''' 
to insure that needed ^''^.f i"^"' '^^^jS^^^^^^^ tgr its lack of commitment to 
HEW perfonnmiee.— The GAO critK- zed ^ pro-^-ram. -A.s a rnsult of 

children have been screened," it said. nromuleatine EPSDT i.roKram piidc- 
C VO also clnVled HEW for Its slowness . n^ '^^ „painst 

linei^ saying that only "gr.™ ^"f^^o Z^l im^^^^^^^ regulations/' 

tl P SecrVtnrv encouraged HEW to '-'''"^ luu iw »■■■ ^ ^j^g rcpi- 

"''lu «Uc 6ascs ^•l'«';^t'«l^;;;''"^^";eta^ '"<^^« aggressive action 

S^^f^'^o:^^ ^^"s ^'^^ 

,-.P«c,.-Tl.e dcncicncies in HEW. rrf9^^^^^^^ 

ni.ed within the department forj-ome ;{j^^i,i„g, ,„ the OAO, report 

medicaid prosrani. said in «" '"^"^^ I,.;, "f. . n made some valid points. 

we re Ving to implement.. Obv.onsly the OA^^^^^^^^^ , 

An IIKW ofiicial said n"vaf^^>- .,.^'^ti„ ' t I nt will be helptnl at this point 
bec:i.i..<o it will attract congressional .itlen^^^^ examined 

H tt trm!.'of^o7rTlto;k^ -VViill'T^at nmelf had been done .since 

thsit time to implement Kl'^n r. . agreod tlint the cost of the EPSDT 

.lJ</.r-</'m,-Ali.bamn-s mediniid d're< t"r "-"^'^ ■ problem in Alabama s 

program concerns all the s ntes r,,:^]^'^;/',' ., ,ro!lders to .screen, diag- 

i;ar-'iVt"tr;;ria;r,^ irnrr-oi'eliglblc persons on a timely basis. . . . 
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/dfa/eo— The Itlnlio administrator told GAO that the state's program "has been 
expanded since the time of GAO's jQeldwork and many of the problems cited in 
the report have been solved." 

Illinois — Tlie director of the Illinois Department of Public Aid told GAO that 
many children there "were receiving adequate medical attention under the state's 
medicjiid program and tlmt Uiore was no need to screen these children." 

Oregon — The director of the Oregon Department of Iliunan liesources conceded 
that the stnto had no prognnn. "lie pointed out tliat there was no statutory or 
regulatory vequireinent for outreach or followup until July 1, 11)74, the effective 
date of the Social Security Amendments of IDTl!.'' 

Rhode Island — Tlu; director of the Ilhodi^ Ishmd Department of Social and Re- 
habilitation Service told GAO that many children there were examined bv phy- 
sicians working outside of EPSUT. 

Since the CiAO'.s fieldwork, the director of tlie Washington Do- 
partmcnc of S^K-ial and Ile.-ilth Service.s said the state *-has 140 providers of 
EPSDT services and has achieved statewide coverage." 

Wi:^consin—-'i'\ie secretary of the ^^'iijconsia Department of Iloalth and Social 
Servic-es said that GAO'.s report generally rtUectcd the situation then, "but a 
great deal has been accompli shed since then.'' 



MA.NPOWKK ISSL'E 

Within HEW. a battle has been underway for five niontIi« to holster the 
EPSUT implementation effort tlirough increasing the staff, as Weinberger 
pledgeil. 

Since making his conimitment, Weinberger held two management nicotings to 
discuss progress toward the goal. In the latest meeting Dee. LM, he declined to ap- 
prove t!ie allocation of now positions to EPSDT. 

Tliough he did not slnit the door comi)Iet('Iy to the request for new positions, 
he apparently had found no way to squeeze additional manpower from otiicr 
HEW programs, and the Office of Management and Budget refused to allocate new 
positions for the prognim. 

Hut now ErSDT apparently will be ni)ffraded as a the result of a new commit- 
ment of manpower tlt;it .lim Pwiglit has made to implenientinu' the proirnun. 

.Ucr//w/y.*.— IIEWs responsildlily for inqjlementing EPSDT has been debated 
in a .series of meetings Weinberger h:i.< Iield over tlie last year. 

During early disci issions. i)rogram chiefs said the deiiartment has a legal ob- 
ligation to fully iniplenu'iit tlie program. This i»osition was prese<l bv Howard N. 
Xewnjan. who headiMl nn^dioaid for four years before leaving in .Tu'ly 1!)74 -md 
to n lesser extent, by Stanley II. Thonms Jr., assistant HEW seeretarv for human 
dev<»Io])nient. 

Dwigbt. administrator of tlie Social and Rehabilitation Service, the buretni- 
cratic umbrella under which nu'dieaid o] (crates, was considered the major tum- 
bling block to aggre.<tsivo iniiiU-nietation of EPSDT. (/'or details on the earhi 
mn'hnU'< 'tnd Dwif;ht'H roJv. .vo; Vtd. fi \o. QO. />. 9o!K ) 

Wlien Weinberger lea-ned last June of the iriipedinients to EPSDT imph»- 
mentation^a i>ersonaI goal of the SecTotary's^lie souglit an explanation from 
Dwiglit. In the course of those discuss ious. Weinberger directC'd SRS to revist^ its 
fiscal 1075 pro-ram objective for KP.^DT sf) tliat more ehibiren could be screened* 
T^r/Jl^.' revjsion in the objective, if carried out. would mean a <Iramat'ic shift in 
EPSDl rniplennmtation. The lirst EPSDT objective advanced by SRS .^implv 
saru: 

*T.y June .SO. lf)7."i assist the states to make available EPSDT servi<'Ps to 1.^ mil- 
lion eligible children, and to screen .hiring tliat fiscal year at least three million 
of those eb:;ible.' 

re.alf intervened. SUS npgra.lcd its EPSDT program objtnrtive to 

*-P.y June .30. 1075 assist the states to make availnble EPSDT services to 1<J mil- 
lion eliirible cliildren. and to bring into the health care .svstem for ^cnH^dn- 
diagnosis and treatment (where indicated > during the trrst rear for the tir^t time 
S^ni^^n ^^T"" '''^"'^ ^^-J" increase the total nmuher under 

EPsD l orerimvalent care from 10 i»ereent of the eligible population (end of fiscal 
lOi.i) to more than .Ti percent." ^ 

To finance the greater effort. SRS estimated that salaries and exr^nses for the 
necessary staff would cn<t ^'2 million, a sharp increase compared with the funds 
needed to undertake the initially .stated program r)bjoctive. 
fio soo..-.7r» a 
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In line with Weinberger's commitment to increase EPSDT manpower to 125 
peoplf, SRS id e lit i fed tlie need In Si*i)tt»mbi*r for 102.5 "uian-years'* to undertake 
the task. But on Sept. 2t>, Underseoretury Carlncci told Dwiglit that **a total coil- 
ing of 05 positions for EP5SDT could not he increased.** 

Dwight wrote an appeal to Weiul»er;^er. Responding, Weinberger asked SRS to 
justify an increase in the EPSDT staff, even thoujrh two months earlier he pub- 
licly had committed the department to enlarging the staff. 

In a management meeting with SRS No. 20. Weinberger expressed dissatis- 
fjietion with the exphination of Dwight and asked for more information, accord- 
ing to HEW staffers who attended the session. 

In an internal departni<»nt n^'mnrnnduni dated Dec. 20. 1074* John R. Ottina* 
assistant IIKW secretary for adniini.^tration and management, backed the requesc 
hy Jj;US for more per.<^)nnel. The menui, prepan'd a.s a briefing paper for a meet- 
ing Wi»inberger held Dim?. 24 to discnss the KPSDT staflin;r issue, said: 

"Tlirougliout the entire EI*SDT effort, both at the central and regional office 
level, iaadonnate manpower has caused implementation <lelayi5 and, in some case.s, 
cfrt;iin functions have n-ceivt-d less than adequate attention. 

"The pre.^ent on hoard. staff (15 rentra! oilice, 20 regional oflices) cannot per- 
fonn adeqiiaiel.v all rhe tasks which wore originally projected to require a staff- 
ing level of 100 positions. Inadequate .^t.-jfQmr at headquarters has oansed proln 
lems in poliry dovelopni^nt, interagency C'jt>rdination and program planning but 
inadequate regional stafin?; io especially critical: 

"no rejrional office has its full eomplenient of EPSDT personnel ; 
all !>iit twi> rngicin:; have unfilled vacancies 

*'tlirce regions (Boston, Atlanta, Seattle) have only one EPSDT persoii on 
board. 

"In addition to the other tasks required of regional office personnel (techniral 
a.»?sistanfe. monitoring, penalty assessment, and reporting), the most immediate 
n<H»d is i)€*rsonnel to assist those .states wliicii are not in cfimpiiance with the 
EPSDT peualry provision to devtdop a corrective action plai:.** 

Vcnnlty. — In the face of a .statutory requirement that states which failed to 
implement EPSOT fully he penalized. HEW is determining which jurisdictions 
have failed to abide by the Social Security Act. 

Under the StKrial Security Amendments of 1072 CSr Stat 1320), IIEW "shall" 
redufe hy 1 ptrcent the federal payment to the AFDC program of any state which 
fai!« to impleinent the EPSDT prnirram hy Jtily 1, 1074. * 

With fedf*rMl expenditures of $1.1 billion provided for the AW DC program in 
the flsenl 307^; budget, thefimmcial penalty of a 1 percent reduction in a stale*s 
payment wonld nnt he cheap. 

In Xi»w York, for example, a 1 percent reduction would amount to .SS.7 million. 
In Califiiniia it would amount to million, in Illinois million. .Afichigan 

S million. Indiana J?S00.000 and Wyoming .^^32.000. 

Wfikel said that ''using the pf- unity is a double edirod sword. The people who 
g»-f hurt under it are most timns tiie program recipients. We wotild ratlier en- 
cot irairc- tlio stutes through a positive inr<*ntiv«*.'* 

Hut meanwhile, staff members of t lie EPSDT program are determiidng which 
states 5^RS should recommend for penalties. 

^fr. Saxttxi. Prior witno??oR in<lioato«l tliat ns a ponsoqnonoo of at 
lon.sr in jurt tlic f:iil?ir(» of ITEAV to irivo any snhstantive roonfoiro- 
mont of pronrrnm and dirortion of tlio l>rorrrain that Oniiriv.c:?? institiifod 
witli your fniidaiioc in 10r;.*'> flmt there would not now ho 21.000, wliirh 
is 10 percoiit of tlip 210.000. in Sinto faoilitie? for oitlier tlie pliysirally 
or mentally handicappocK who would not ho tlicrc had tliorc hoon 
aclonujito.^^rrocnina at the time ? 

^fr, CorrKN-, I don't know what the exact fi^mre is. T tliink it is much 
larcrer tlian 10 percent, myself, 

T curt prove tliat hv any immt^diate stati.'^tic'; T have. 

T til ink. tomorrow, wlicn the TFFW people and particidarly Dr. 
Kretclimer wlio. I think, will accompany them from the Xational 
Instituo of Child TTealth and Unman Development will be here, you 
will^ret Ji hotter estimate. 
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I have always assumed m my previous studies on this that there is 
somethmg m the neighborhood of 5 to 7 percent of the cl i drc boi^ 
with some Jond of physical, mental, or learning handicap, S coSd 
be prevented or cause less trauma or dimc5ty for pari ts of the 
SSeag'eof 6.^'" '"^^ diagnosis ^and'SeaYmen? 

I tliink tfere is a whole host of areas. Let me give vou one whidi is 
touched on m my paper wliich I have received from studierof tl e 
National Institute of Child Health and Human Developm^^^^ 
take low birth weight alone. If we could overcome b^- furtCeseairh 
how to raise the birth wei<rht of children, it is possible, a coiS to 
the estmiates, that we could save about $1 billion a vear in cost to 
pareiits and society, from just that one problem alone. " 

1 tlunk tJie whole problein of further rescaith on improving tha^ 
one aspect m early births, the problem of teenage motlie s in arsoc i- 
tion with that whole problem is well xvorth a good deal of fJS er 
research on prevention. ° luiincr 

niJn"^'i''". Z"^"""' problem, the mental retardation 

problem, dyslexia, you know, on the question of being able to re id 
and earning disab.hties, if you encompassed all of those in the u.talS 
of physical, mental educational and learning disabilities, in K.y op& 

dohS, SSf'santiJif''''"'^" *° billions of 

Mr. Saxtixi. Dr. Colicr, I would like to ask vou if to vnnr knowl- 
edge-and you have already referred to the Coinptrolh-r Genornrs 
report to Congress dated January 9, 197.5, and I am informed iiu.t 
±±L\\ lias concurred in manv of the remmmendatioiis ront.iiuPtl in 
this report— to your knowledfre has HEW done anythinir :o date to 
imple.nenf any of the recommendations contained in th:it 'report ' 

Mv, CoHEx I do not know of my own direct knowled^re whi-h thev 
have and which they haven't. 15ut I have not seen in tl.^ end nrodS 
any larg- scale result from that. ^ 

I think one of the problems involves the inm-i.-i. in the iiiimf^cr of 
personnel at the central ami rc-irional o/Iices lo mnko tli:it woik ' 

I li.;ive a question in my mind whethvr that has been don:-. In -inv 
case, I would wholeheartedly sm^porr all of these rea..iniin-,><hitions 
lor ;is prompt iinplcniontation -is jjossihlc. 

-Mr. Saxti.vi. To your kMov.-|e(l<rr-. Dr. Cohen, has Honlt!... E(i.i.-a- 
tion. .and 1^ cUare done anything to .midi'inent wi.hsnn nd ii-;. of tlie 
scref;iiing procedures that were fv.ntrinpljitc.) bv both v.m i;, vonr 
inspii-iitioiijind Congivssin itsoiiactinent 10 vi ar.-s'ao'o'' ' 

vlr. CoiiKX. I think that I woiihl have' to sav'that inv ori-rinal 
entluisiasm and optimism when I fii-st refoinmciul'e.l this to' Pr("5rd(.iit 
Johnson, in lOOfi, was that this would be a starting program for j.ist 
^vhat you talked about today, about eliminatinir all the pre\-ent:iMc 
disoijses and di.sabilities that ocfiir r-, these 10 to ir. million low-in'-ome 
oliil.lrpn. Th.at has jiist not hapj)enod to the extent that I tlioii'rbt it 
wonlfl be f.-asible 10 vcars later. 

I rnpognize the dinicnities but I must sav that wo are verv sub- 
st.antiaUy far behind where T thoiiffht we would be bv now. ' 

Mr. .SAN-nvi. Would it be fair to say in siimmarv.'Dr. Cohen, that 
virtually notliinn; of suh.stanre has been done to implement the screen- 
ing procedures that were contemplated ? 
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Mr. CouKX I wouUlu-t ,vant, to 

year, vccc.vocl soni« "'^ J S % millio" lOcj tUat iccoiv.a some 
want to flnuir.isli that— out oi i„-f,"*„,,, 

S ul of n^oaioal benefit P^' V'?? ""I ^'05 o^^^^^^ and th,^, other 

Reeo-iiizinff the financial d-JT.cu ties o t ^^^^ ^ o^^^^ 

l^.^^^^'^'^ ^^^Stantial 
n&x. Dr, Cohen I particnlarlv ^-^^^^^^^^ 
t,on and appreciation * "^^'^.i,! J ^^^^^ furtho^'^^qniry 

to this comnuttee. It ;s helpful f-J\J^^ tuom^^' he ='PP<J.u-ing to 
^ith other representatives from the agtu . \vi,o ni . v-.ii 

testify before us. 

Mr". CoiiKx. Thank vou. sir tl^„ ,nonn- 

Mr. SciiHUEn. Dr. Chon, T ^vonld li^e t.^i^c a l .^^ 

taintop for a moment and ask of >;'";\,fcll'?J,S !r a nation ^ Health 
atlon for one of the anomalies we faiP ^>.i^nnn 'U 

^'^A^l^.. have something overdo i.,,,e.t of our p,p,,atlon 
that is poor— that is 20 nidlion Aiiiei itan • peiQ^.,. nioic 

''^Loklng at the ehil.li on of the P<'°- ,5 tg» V' , p^^^^ i^ InnnV- 
kids in poor fam.lie.thMn ,n "fl'-^^^P^Seutn ^'^Matdo.l by Zo I- -K? 
,u.e.l airauust polio. Mne percent a e mo > H 0 
percent have never seen a den ust o„,J > J .J, times mo -e visual 

{,P„-t attacks among the kids tlu P mo,*/,„ental 
<l(>fcct.s six times more hearing defect:' ^ 

illne.ss. . . , . e^ctei,. ,lo,e- the avai], ^ ihita. 

Xou-. my rpie.st.on to you is to ^''"V^pn,,**. '';'^,,in,o:=t all'^'fthis i- 
indicate that the higher niculence o d'. ^ > , ,1,, 

preventable, is due ro the lack ^V^f eNtciu't' tii due i'> tl'fja.-k of 
„\ver .socioeeonomic cla.=.ses? In what eM 'U ,rtli ■ , le 

iWective use of the exist.i,. health cjm'^. ^ri^J^ ^^^^r^^. 
this due to the IH'i-sonal behavior and I^ M(r''> ^^^^^ , u j 

,„..e.. in personal behav.o,. aud life st> ■ ^f ^^^'Xt ''""'' uonJ d f" 

I will remark parci het.cally *1'"M v if ?^iai.d and "S.tla.id 
fp,Piices in healtl. and inhint 'v.n.;n.bt> h 
among various socioec(mouuc group- c^*^" Mi(?"?rh T" ^lir" 
icesarc nvailabletoall. fhcre v, ^ nnP ?tudv (W„ on the 

lu our own .•ouutry. for example. , iid,l income 

,„o of .leut.l services by the po.,r f^^r^'^^^^J, b l'^,' oor 
<rroiips. and the only dental service ; ;-l3 'fc<' ' t''- / ,.c 

Than bv mid.lle-incm.c people was tooth cm u>r.^- ^M'-"^ i.e^'K "' 
of the failure of the system. , | f , . 

«.;^^a:Sr^^:lEK"WYJ.JcU delivery 

^t::i;;siguing a national healtl, pijjgram v. ..-vv t hat - jj.vj^ 
itation on our resources. c arc al , Vi« ''i'^ ' j ' „t. 

on health, nn.l there must be .some "P "\ve^^*'C^nc mlini: ncv nt, it i-' 
oi- 1-J percent, or it may be the S perd'Hf c jj,-? spenuu . \\ . |) i 1 

certainly finite. 
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^rc cant do nnytl.in-. Do wc spen^ oU»' finitf " ^S^iniar^ J 

>lp people use. more etfectivd^- tlie health ^erV^ccs t'""^ '"o ^ifc»«>, 
^:;iil:.ble? Or do we try to ],.ive more o* i'''!?'^ ,?=Vor^'id>V'''i 
Jifo styles, on diet, on exofcise-for cs^^^ie, .^^'^ I tllcoU"^' 
Xif<;o, di iijjg. aiKi. of course, diet of woiH^'l j„rinjX 1",^- "', '<?.V ?. , , 
. 3VI.nt. is tl^o mix. in otlicr ^-ords, in the cwl ^rOfl"'''*^.i/''''bc l^enlt^V 
1} hat procluoes pood health ? what should oii,. pi-JO''\Vnirth l^ro^'^i 
inore sophistiontcd health .erviccs. in trvj,i^r to ""'^f ' svstei}^ 
jj„vo 1U01.C ofleoti\-o1y, ii, trving to hllv^, .„i iinp-'tt ou Jipoplc^' 
i'<^i-sonnl h^havior and life stylo?' 

Or is ;i jittle of .cvci-;^-tIijng? . „f 

, :\lr. COIXP..V. I think I woMia h=ivo to ==ay H i. n ^'T', ° ,u 'V.Mhi^'f; 
, '^Cavisc I arucss I am the kind of perso" who ^ji^-vcs 1 ^UvcfSi^-^ 
'».V portfolio if I could put it in those tcrii,^ 



X th'»'^ ^Kvc is a irrcat doal for parent o^iyfiition "'.-u ^^.^n. t- 
^%ld !> lot about that. 

• At th*-' =^!inie time, as I pointed out- 1 vOuKi piit mon'^-^ 
more b:,.,ic rcsoarch certainlv to find °\ llow to ic=oi\o .^^ » 
''iiibcr of tlie problems. * • cn> <r 

t ^ould a lot more i„onev into f:imi) phinni"? ;Pvi II 
i^o a,.c talkuij; about what Wo were tidkin.i-' U^i'"^ " / V /l ^'f-'"' 
think the f,ii],„.e of IIEAV t„ n„t ,.K.re J'^oV , ^ ?i'ni.-tra- 
,V'H to P"t more money into the implomcnfj^tion ' V^^^' 
i^U: propi-iiin where the co.st-bcnelit results ..ye sm)in.\ " ' 'j(,us> 
^ important. 

\Ve arc not talkinir there al^ont billions. 1 talkm? 'I'^'o , i^o 
J'^^ther ?2p. S50. $75 million ° ^vhic•U V-^'.'^.id be f ?'V/;^H,,J'^- i^jO 
p ■. ^1 •'' '"'"iO" XiCIIP- Tl.f-^o not f f,';XTi'>^'idin.J? 

i. "^Jiifni-^-Zhev are puttin.i: )„oncv into the i^.c/irch. tne "^•11^^ ^au' 

•H-lon. f";! the familv planuj,,,. areas which V think, '""^ ^"^'.v ^^Qpcc- 
jl''i>,ui:d. But tlwt i.snot to .s;,v in mv opinio, fj.at t'l"'^',"' Vluitc f 
So,'' of P'-or lv>ople who are not .irett'in.ir tho ^^„ic volume oe j^^^^j,]! 

'\'icc.^ that ppoi 'e with hij;l,ci- income.s i-'ft- .. ^ 

] JVhcn you stmlv that -situ:ui„n. annnal 'loo^^r '''■■■'^^^ ^''f ^^J'Son 

■>■■], were 3.S for iwor people „,„i 4.3 for 'iQ„p00r P^'P"'- ,^0 th^t 
Vi^f people ^^-ei-c obviously jrcttinc ahoiit u }inlf P"'' ^ ''ysicia'^ 

'•;it per yPiit. ]o.=s for all children "nri'lei- tho of /'- 
a,/ think th.^ that is related in part to of '"iden-tand,^ ^^^i 

'-'Xssibility to the. health .sy.stcni. , n 

<>h-}"t i^!"* "Iso related to tl,e jack of faCjliti„:; where niotlnj^.^ ^^^i 
a 'I'lren live, jxcre is my point on that- Thc^O;^^;,,, I liav? alxxriy^ j^^pn 
kh snpportei ;or neiirhhorhoo'l li^.irh c^"^'^'''=;J\-Hi(.]i ^ 

Vo, \v yon have been, is because for ninny ^Wer^ "''^^ "^'''1 xvi^^ 
^)">in2 chddre,^. takintr the chiia to jrct h6aK.h ^^r^■'lcer ^'' a D .-. lo,^;^tic 

'injj. cspcciuiiv if von lia\-c t^^o or tiiree cl'^hlrcH ^i"*^ '^'t'li'iivo 
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Jl\ltoJ^°^ile, and you have to go to some place where you wait a 

1 ^ thin^^ ^'^^Itl health sen'icos you must do even more tlian you 
".^ for a^^^i^ts to bring tlie health services pliysically in proxiniiry to 
f ^ fnmi^-^'- You can't ask the mother or child to go 10 miles. Yon I'lave 
. W\o those services in the conununity and they should be invosted 
Y-^th ^ )iigh dc^rrco of health education, family planninir. screening- 
^^^K^osi^^ and Preventive work. 

^^o I rruess niy answer to ynnr question is tliat I think Ave could do 
^°aio.^^l^jit better on all tlie aspects you mentioned, particularly wliere 
Ji'ed^^^'''^^ Oo^'ernment's role is 'in stimulating the access to rho^o 



'^c^VF.xnin. I am particularly sensitive to Avliat you say about tlie 
Ppoi' ncJ'^^nminco of the administration in supporting 'the faniily 
^^^nin.i^, Pi;ogram. 




X ^^inc: ^^^^>' survivor of that trio in the Congress, it has r.-illiui 
9 to Piish Federal appropriations for family idannin*: and, par- 
i^lurly gcnorato ?ome enthusiasm for it in t]'-^ administ i-:Ki<)n. 
1 / J^m jxTplexo.) you iuv as to why tlio r»,.nn]ii.-tral inn has 
?o jiidiircro'^' tt. it i^.nd \vhy it has imposed it.s policv nl' 'Doniirn 
"^£j^-;tonthe i - .lanniiigpi'ogram. 

ih;»p m> ' ognun today w]ii<'h Vv ill so enormou-ly im[».^t't 

'^V* ^'U* (j'^'*'- in o:ir c'^i'Utrv 15 Vi^ar.^ from now as faiuliy 
^ \^^«Un?"~'0^'^ ' .iLr^inwantcd births. 

^ V.^' -"'."iiL ; iir ctJsr-beyH-fit fvi^tcr of a dollar of (Tovornmcnt iiivcst- 
^Y^^U in "f^^^'ilv plainiiiMr jj? .•Ji.-.'lutol v spci tarnlar v.hm vnij ron.-id^T 
^•»^-di,,,wt cxpoiiditnrc?. 

. I^ao thj- <'oi^;t-lH>.M(»|j^ factor bc--onu\- ov(M-\vViolminir wIhsi y^u con- 
^■'doi- iunir'^r t-^sr of the tmv/antod cliild to tlie riovornni-'nt. aivl 
; ,Pvoh^^!*^l^^'*' [-^'i^ -o^^rs of mental n-^ardarion, pliysiral di>:ihi]:ry, 
'^^^'1 oni^^^^'*^''>^ hv^labi^itv will bo concentnncd in the low iii<-nt.io 

, ^en .y^^'- e '.tr-^nolnti* tho co>t to society of taking onro of ilioso 
and ^'^^ii' education, health, and lionsing needs, and the 

<>f th^'^'inv^'ampd \.■^^]^ broken families wlio hump tlM'ir bcad>. 
^'•^^'u^. |,/f*dif^t}ddy, it^r^inst the ''riiiuua] jurtii'o f^yst^-m. it serm.-^ a]i:ir,.-^t 
^ abbt ••afion not to bel]! women wliO don't want to have 

i^"'^" fiirtbf'i* olfs] ; ing to achieve that goal o: to space cbiidren :i'.rnrd- 
^^^S.^o th^- ^^^^ ici (MiCc the v. omen. 

^ ^iorc ; ."^^y^viicr^j from to 4 m* : > on^^n in our 

conntj.y ^-ho F-till O'nir^ot get iVniily planning- -i'-^! < r rhi- irn'ormation 
ifi!^^ fcfduuoucs- ,1 f]iC'\r neighborlioods. I'ven i .. mivIi rlie go .'. >i' the 
^">op'^'^'^-ioi:^ liosear^di and F;amily Plan.'.ing Acr was to rcacii 
^l^^^n 5 y^ars tho ^^stimated 5 million women cf chihlbcuring years 
^re ^^^^^^ did not hav. this information. We lia' e iv/w .- oin- 
r 'V^l tU^ iVycar ])or-iod and ^^here are still at lea-t 2^/^ million to 
"^^'lion '^^■<^>nien m conntrr who despeiutelv nerd fanulv pkirming 
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sis&y! *° ' ^'^^^'^'^h' but I V to indicate my 
Mr. Lemov, do you have anything to ask ? 
^ir. liEMovrlso, Mr. Chnirman. 
Mr. ScHEUEiJ. Mr. Segal ? 
Mr. Segal. I would like to a«!k- tvn . . - o 

V mentioned cost containment as ot of Ve^^^^^^^ nf vnn'f T/*r'' ST?" 
- required as the Federal share increased ' ^ " ^'^^ 

criteria, "'"'^'^'^"y ""^^'^^^ '^nd the need for good utilization review 

"Would you think that that is an examnle of <. 
tamment possibility you ^vere rcforrinn^^f n?,, °,V " cost con- 
TVir ri^™ V "^i^ ''■'■'^"^"o CO 111 a verv jreneral sensed 

fortl,is„o.rtjwo?two ' " °' "Mponsibililics 

I tluiik one ought to be able to work out with the Ainei-inn Am^ 
month perCld, for eacl, moneli thut yo„ .™ to be "c'SLm. f„i 

»iin"4°'.nd'^,S,'^ii''°" "■■■V care as well .,s 

Mr. ScHEtTjER. Also preventive. 
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i^^V"t•::■rr"^ ' vi'?^-^-in a month for 750 kids, ho would do cons.dcr- 
Jyh:tt.vth^^^y^on^''?^^^^, ^^^^ fi.„n.. from th« 

Vlr. CoHKV. I In thrho:iUh oxponiliturori for 

Socinl Security repo'-t -^^^f^s^l^^S^ri}^ United States, for 
cliilih-on nndor a?re D m i^' 
evpi vbodv nndor tlio ape of 10. 

,.itv stndv on n-o dilU>roncos n ht.iltli cut . i . 

like to look at. ^ , 1 „f fi.p rolninhia .^^chool of Bnsnip.ss, 

told mo a fou- ^^•ooks Imek. m >i i f "^^iif.;-,. hojilth sorvieos. 

l„n- l.oriod of tnno. yon ;ivo.n?o o t 1 1 o „ ^ ; , point, no 

.^diVahility. „ iH.. ... -.-xl by to.^.'v -I'l-.'"? 

pr;>.nnnvy.-t.:-;.iv>.... ..i i: ■•••'V;;;';''.';^ ':l-ti,nt. ooMld bo clono, hnt bas'- 

' Afr. C'.niKV. Thvi- • • '"t f ■ ' '"m- ..f ibi^ tromonilons oconomic 

nnd ^o.-inl ^.-a- • v-' ' ' , l'",,.. vo ononirh inromo orhocanso 

Mr CoiiFV. Tf von rodistributc tbo cost^oy^ ^^^^^^^ 

tho^S nnd the rich. ^^^,^-^^0 "^In'^n^^^^^^^ ^'^T"?" 
ofT i'n tho lonrr vnr, thnn tl'-,, ^ ^ .-on havo. lot .omobocly 

P-t of tho 'tf it is a really hi^rh cost we wdl 



1.1,0 take onre of their ov.- 
institutionalize the child 
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That is not a very sensible approach in dealing with this problem. 

Mr. Skgal. Could 1 just coneludc from the point you made about 
the capitation for a lixed annual amount for pediatricians, the next 
evohitionary step you would purpose would be to cover a population 
such as zero to age G. This would provide for the Federal Govenunent 
to piek up the cost, at the same time alkwiate the State budgets and Iji 
the process provide the total comprehensive package of care necessary 
for children ? 

Mr. CoiiKx. Absolutely. Mr. Segal. 

I think it would liave these ad'vantages: It would take part of this 
burden of financial cost of the States oil' the medicaid program. 

Second, it would put a preventive, as well as a curative, approach 
into the total packa^ro. comprehensive range of medical services. 

Third, it would enal^le you to approach it on a per capita cost 
rather than on a fee for service cost which I think would bring the 
whole concept of the prinuiry j^ractice of medicine into focus, giving 
an individual practitioner a comprehensive responsibility in giving 
people a family physician; the reason I make this suggestion is 
roughly, IS million children up to age G. That is a problem for size 
and dimension that is possible for use to handle. 

When I can think of. which is a desirable objective of do^.^ig every- 
thing fo. 220 million people, very desirable objective, but when I tliiilk 
how I would got from where I am now to that point. I can see a lot 
of obstacles. 

But for IS million children, considering all the factors we dis- 
cussed, there is a reasonable chance tluit wo could do a reasonable 
job within certain cost limitations, certain administrative Umitations, 
that are within the competence of the medical and health i)r()lV-sic)n. 

I think it makes it a feasible iiK remental stop in the objective that 
everybody wants. 

Mr. Skoal. Do y^^^ '^^^^ the cost would be Tuininial or possibly 
negligible because physicians would have incentive to cut down un- 
necessary procedui-es and at ilie .^ame time provide a comprehensive 
package of care? 

Mr. Coin:x, For the children — let me say this: T cwut quite agree 
with this formulation for this reason: I don't think there are very 
man\^ unnecessary procedures for children und f ;r.e age of (> at the 
present time. 

There are, as T understr«ndt too many tonsils 1 adenoids tidcen out 
but one of the reasons why I favor a no deduct ible, no coinsuran^'c* 
for medical care for chihlren muler ('» is that T on*t thiak the over 
use. over utilization issue which applies to tormi.ial illne.-s and cos- 
metic surgery and all the other things, I don*t think tliat applies to 
parents and children underage 0. 

I can't conceive of what you would normally call abuse in terms 
of overutilization. WHiat is an abuse? Goiitix to I lie doctor every 
week or every month ? 

"Well, if the mother is willing to cart the child to the dortor and vrvt 
in the waiting room, there nm«t he something in her mind that si'e 
would like to have satisfied, and. therefoi'e. I think the overuse, or- 
abuse factor is not so present in the early childhood thing as it miglit 
be elsewhere, 
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^ry arnrument would be tliat any such program would increase 
utilization. 

^rr. ScuEUER. Would you also apply that to prenatal care? . 

^rr. CouEx. Absolutely. I was ^roin<r to say niy whole conception of 
the idea is prenatal, postnatal and delivery and to the extent that 
our scientific knowledge could do the testing prior to birth as you 
indicated, fine. 

SruErER. I think there is a doctor at the Rockefeller Institute 
at Xew York. Rene dn Bois, who has done experiments on rats and 
mice indicating when you extrapolate it to human beings, that if a 
mother has liad an inadequate diet during the prenatal period., or if 
the child has an inavloqunte diet during' the Hrst year of infancy, 
^here is considerable. identifia!)lo damage done to the cortex of tlio 
brain. 

^y]\Qn that child has nn adequate diot» there is some recovery. But 
?ven when the child gets a fully ndennate diet, after the age of 2 or 
3.thore ismurli damage that is irremedial. 

There is also some evidence that mothei-s who have had children 
born substantially under normal weight, when their history is exam- 
ined, the only single identifiable feature that joins all these women 
is that they were born in a year, perhnps IS or 20 or ?2 vears before, 
ivhen there was a depression in which these mothois hncl inadequate 
diets. 

Inudequate diet during infancy not only has some irremediable 
lefects on the brain development'of that child, but. if it is a female 
-hiliL on her ofTspring as well, even though she lias a normal diet and 
idequnte health care from infancy on. I don't know of anv more stark, 
>Mtlietic or dramatic iustification for the total kind of prenatal and 
postnatnl care that yi;,i are tnlkincr about. 

Mr. CoiTKN-. T might say» Mr. Soheuer, T read the same material 
'hat yon mr- he qnotimr from and T was impressed by it. I came to 
wo finrd couclusious whicli might be well within ^he purview of vonr 
?ubcommiftee. 

T thiTik the HEW program on nutrition 

Afr. SciiKrni?. Would vou repeat that? 

CoTrEN-. TTEW'S n»sponsibility in the field of nutrition which 
r fried to ? f up when T was there, 'and I wish T had done more 

>rr. SrriEUER. We all wish we had done more. 

Afr. CoHEX. Yes; but I think that the nutrition program ought 
o hc'.cvamined to see where that can be strengthened because of the 
lOMit yoii made. * 

Second. T have suggested rmd recommended, since the Secretary 
;f Agricnlfnre has sucrgested it. that the food stamp plan be trans- 
■erred to TTEW. which he recommended, and that von take the food 
tamp program, however Concrress amenrls it» or does not amend it' 
n the future, and the nutrition program that is in TTEW and bring 
horn together and really have an expanded and strenirthened nntri- 
io" progrnm that would trv to rifle into d'^al with the problem. 

Tliere is an area where incidentally, there is a great rlcal of agree- 
nent on what you and I are talking »ibout. but somehow nobody' is 
loing what evei-ybody agrees ought to be done. 
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recon- 



. ,111) Pb ■ Washington, D.C. 

The subco„i'^'^:^/' ' ' flon. V^y^nt to notice, in room 2123, 
Eaybuin HqiJ^V/V , . ^icljard U Qttinger presidin<? 

(Plon. John ^%Vt^.» ^ontiJ\,, 

]\rr. 0'm^.^,^J; ' ^1^,,^ ^jWng Qf,^ „nd conclude the second of 3 

days of heavifJ^ >b - ^li^': ^J^cJ^®"- 

On Tuoscl,iV»^>t^, iP' j^tcresthrd frpm public and private 
witnesses wj;^ * b^^^ji \;i,e se^, h,/ and «istrcssing testimonv 

and data thnt i^^^fl J^n ''^ \$n^^fiS of the issues revolving 

around liealth ?{l^y\h "klw'''^ lien^h 




vc at 

, _ time 

accord! njrlv. , ^ 'X 

T Pta rt' off X)>'\ .jtee- 

We welcon^^ ^ '^U ^ ^c^^.r/i' ^ be Pleased to hoar from 

you. 

STATEMENT d^^4^^l\h^fmt^ ^ESEMcH CQoKDINATOE, 
INSTITUTE O^ W JJ^ X ACApEJtY SCIENCES 

Us. sxow. f^Ji'Jo be 1' •■ 

I appreciate *^^^ ^,?titY/i)^jt/.rc^ todav to tel] ^ou about a 

study done by ^^"^ V ^^"^ of ^ (89) ^he >ational iVcadcmy of 

9 
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Sciences in 1971 ami 1072, assessing the quality of uietlical oare for 
cluklren. 

Tlic stiuly, ''Assessmont of Metlicnl Care for Cliildren/' was clc- 
siiynetl as a field trial o( a new methodology to measure medical care 
quality. Quality as.sessnient was at that time— and still is todiiy — a very 
l)rimiti^•e science. All ell'orts are lK»set by a mnnber of problenis: \vi\at 
things to measure, how to measure them, and how far to extrapolate 
the findings, Nevertheless, progress is being made. Even while meth- 
odologies are being ivfmed, we can gain an important undei'standing 
of problems in Jiealiii care delivery from studies such as ours sn long 
as we understand their limitations and are careful in the kinds of con- 
clusions we draw. 

Our study rests on the premise that one can get indi oat ions of par- 
ticulai' shortcomings or deficiencies in medical care quality by looking 
at what we call tracers. Tracers are medical problems and the spccilic 
medical services pertaining to those problenis selected in such a wav 
as to highli<rlit connnon aspects of the care process that are critical 
to its ei^ecti^•eness, Our study used four tracers — iron deficiency 
aneniia, middle ear disease, hearing loss, and uncori-ected vision defects. 
Families with children betw(^Mi the ages of G months and 11 years were 
selected from three areas of "Washington — the Congress Heights neigh- 
borhood in the southeast, the inner city neighborhood of Cnrdozo, and 
the Shepherd Park and Takoma neighborhoods in the northwest. Tbef 
1,700 families included had a wide range of incomes and a wide variety 
of sources of pedintric c;ire: namely, solo practit i(mers, small fce-for- 
service gron])S, a ])re];)aid group practice, a neighborhood healtli cen- 
ter, hospital clinics and emergency rooms, and city-run public liealth 
clinics. 

The pnr])o.scs of the study were to determine whether any significant 
differences existed i)etween the quality of medical care and the type of 
organization ])rovii]ing that care and whether such differences were 
related to the ways in which the practices were managed. Our focns 
was the general pediatric care given to children in the study popu- 
lation. 

Data were obtained from four.sonrces: .Vn interview with the child's 
mother, a cliniciil examinntion of the child in facilities provided by 
diildren's ITosi)ital, a qnes^-ionuaire .sent to the pbyHician named by 
the mother as her child's primary source of medical care, and, for throb 
of the organixational groups, an abstract of the child's medical record. 
This research design limJ^s the kinds of generalizations that can 
be made about medical care for children : 

Our subjects came from selccterl neighborhoods of one T^^^ city. 
Both afiluent and poor families were included l)nt the po]iulati(;n 
studied was predominantly black : 

Data for compari.sons among the provider groups did not in- 
clude all providers in "Wa.shington. Tho.se inchided ••••pre- 
sented only by the portion of their patients who lived ' .-t i ' v 
areas, 

Becau.se of logistical and co.st considerations, medicai i^^rord 
data on the adequacy of care was obtained from just three of the 
six provider groups: and 

Only four tracers \vere used in making Iiealth status and ade- 
quacy of care determinations. 
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ing tlStalS^5ArS^ subeonunittec in sc].ednl- 

incdicttidpiiticnts. • '"^'■'^^^011 and scroemng program for 

n,4';!e""^' the p.vsvhool ehiJd.-on, n.oro than on.-fou,-H. ware 
roSd toLeiarH;^*kl?;;r^^ 7- net ..nifnnnlv 

cant clctorminan n neon V f^'"" V''^^" "'"'-^^ 

decreased iv-nlarlv \vitl, i.fr-VJ. i ° '"'.-inn-j^ loss 

disease or visinl/doWt ra' OS dlTno educat.onal levels, n.iddle ear 

M-c;\^!;rj.r^4;',t!f ;7?i,e'H"!T''7'^"''^^'--'''- --"■^-or 

cliiJds routine podia ri'c-m/ Tin , "'■^■'•■"•'/•'ifi"" in-ovidin^r the 

anemia, wncorm-ted mbU o l " • P™i'"r^'""-^ of children witli 

did not varv ncco^^^'^^Ji^^' Z Zf'^T ''"•''^ 

private, a single phvsrcian or n ,^,n c^T ""'''^ P"''''"' 

bya fee for each service ° pi'vsjeians, prepaid or paid 

i«SVbv^;Sn[,aHn"h^^ conditions .as 

care provided aiunst^a rod ^^^^^^^^^^^^^ .r'"'"'. '''"'^^ ">« 

cnteria wore developed' b ZIT^^^^ of ade.,„acy. The 

specnilists nn.l spe.-i'ie'l S,. t tl, fv / '""■-V ''••"T pli.vsicians and 
minin,allva(l<.,iuatec-a,^ ^■""•■^"I^'-'^'l to be standards for 

Prq"id'syr;:iiTir:;':;oi::;;S'; ^'."iv- 

Pjtals-p'orfo.^nl.d poor v i n^^'/t j :'of • 1:-' I'os- 

disease. ' • " '"^''^ of screenui-r an<l dcteciion of 

fn^'aSo^l/M!;^;;,^ r-r'-' had he.n s-reened 

yi-snal proh!en.s. The ''n „ l e o 'i ,Th 7^ ""•^f'-'l for 

bave evidence of ea- 1 "! /^-Is^,^ ^^^^^ ^?T\^'y ^ ".v-ninatinn to 

bistory rloe„nH.nf,.| ore' ! e v 1 ol -eS nMl"^ 'Y"' 
percent of the .•hil,l„.„ 1> , i , ".""^ ' f^"od of their . aro. L,.s-.« thati 
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the chHdren screened for anemiu 30 percent ^^'^^y,^ 
suits below nonmiliniuts; ycl :^ n o t oousidcrubly 

.uses of Muippropnute V'-'aV^Vriu S »ot treated ntn 

patients with duifemased nmUUc \ ^'"^'"^ 72 pcTctui 

ipproi.riatc .lutdMoVi.s. -^'V»'\ff;-'\ ' Wc, found cases wljenj 

not corrected , ' ^ ^ children even had 

fcrlasses ^vere uoni u-lm e u. "^^^ without them. . 
poorer visual acuity ^^ '''l^ \' ;X \v ueh I've briellv summarized, 

The uuijpr indnms « / ^ ^ 
haveprovolaHlconsideral.led^^^^^^^^^^^ ^.^.^ u;.tli 

luunity, espeeially here lu ^ ^^1;^^.,,^^. nises in the uhnieul 

our ci-iteria for deter.unun- f,*^;';'^ 'J ; ''^^^^^ standards for .judf,- 
study and SOUK. uwiy dusaicree u . a^^^^^^^^^^^ ^1,^. n.ore stn lunf^ 

luiT ol nunhc-a >a . debatable areas of medical 

SStteulTlu^S^^^^^^^^ ^-'"'-'^'''-^ 

years to coniplete-w." '''•'^ ' "l f V " , > tlv sn.-h doHeieneies n, the 
such high disease »-'>'''^''7;"' J l.odolo^dc.,^ li.uitatmns of 

adequacy of eare oceui. . j^f";' ,„„|iclciit the lind.njrs arc 

the study, Avhu-h I have- ' anvtbin!-' particularly 
valid. Since there is >>" !' ,V nn st' be .■uncerned about the 

„„i.,uc about the 1-1>:' f ";;,H \ that this research 

kinds of luadeqiiacie^ m imiiuai 

""C ^:::"Lr:i:"<^i>«"^^<'- T,».y 

;;;:,tr!^,:l^;■ ^ss". < >• ■"«-'-™ 

are referred. ;,„lip.,to that a major elTort ouirht to be. 

?^KSnw. Tt.\vnsh')tl\. 
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There were hii(lin«,'s thut a uuinber of children siinplv were not 
screened at all, and of those who were screened, many with';ibnornuili- 
ties were not treated. 

Our criteria perhaps are controvei-sial but those childrt^n hibeled as 
anemic on the basis of hematocrit levels, often failed to receive :il)i)r()- 
priate attention. It appeal^ that laboratory slips r)liiced in the record 
were never utilized. 

Mr. OmxGKR. Mr. Sharp ? 

3Ir. Sn.viu'. Yes. 

You indicated that the education level of tlie mother was of critical 
mipoitance. 

One tJiin^r that keeps coniin.ir back to us is tliat at some point sonic- 
l)o<Iy IS not takin^r responsibility, whether it is the professional service 
tJiat IS ottered or the screenin<r orn:anizatiou of the fnmilv parent. 

I am wondering? if you have some su^^gestions on liow'we can moro 
effectively reach these parents. 

It obviously makes a difference, whatever socioeconomic level, as to 
wJietJier or not the parents are aggressive in their own health care or 
for their children, it seems to me, and making sure they are irettinff tho 
best treatment. ^ & & 

^lost of us in our own families have had experiences where we are 
unwilling to accept an answer we are given and we press for another 
answer or go somewhere else. Obviously that may not be an option 
open to someone of a lower economic starta. 

It sounds to me like we can make organizational reforms. IVe can 
require certain things to happen, and at some point we have to do a lot 
of consumer education. 

Ms. Sxow. I think we do ; yes. 

I understand Children's Hospital plans a program here in Wash- 
ington to do just that, to get the mothers involved in the system and to 
educate them about the resources available and what to look for in 
their child, what should prompt them to seek care. 

Mr. Sharp. In your study, were you dealing with the parents, hem- 
selves ? 

Did the people in the study have direct experience with these people 
or IS this a paper work kind of thing where you actually don't com- 
municate very closely? 

Ms. Sxow. We had home interviews with the mothers of all the 
children. Then we brought the children to a clinic at Children's Hos- 
pital to be examined. Then we had followup contact with the mothers 
to insure that all the children found to have screening abnormalities 
got care. 

We offered free medical care to children whose families could not 
afford it if their child had some problem uncovered by us in our exami- 
nation. Many times, even though the care was free and we offered to 
provide transportation, people just simply didn't take advantage of it. 

Mr. Shakp. Did you try to assess why that was the case, whether it 
was negligence on their part, of whether they were intimidated? 

Ms. Skow. Or perhaps they didn^t understand that an untreated 
ear infection could lead to serious consequences in terms of hearing loss. 

Mr. Sharp. It is very clear that most of us have not been very aware 
of how diet miffht affect our own health and I don't profess to know 
much about it. We hear startling kinds of statements made which most 
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of 115 have i.OTorefl. Even thoiinrh wo oonsidor onrselvos roasonably 
woll-ctliicatocn I am just wonderiiiir liow wo. can not hcyond tlii.^ posi- 
tion tliat ultimately even where people have information they don't act. 
A^Huxt can von do? 

I fool some sense of responsibility toward tho Hiildron, To an ndnJt 
who refuses to act on information and opportuiuty, it is very diflloiilt 
to sense a i^roat (leal of ivsponsibihty toward that person. 

Iiruossl am philosophizinfr. , 

Wliat was disturbinir to tho medical community ? i on said it created 
quite a controversv? What did the controversy surrouud? Are they 
concerned that soiue medical professionals doivt believe that these 
children are not frettinir service ? Wiat shook people up ? 

M:?. Sxow. I think it was a mixture of some defensive reaction and 
some rpal roiicerii. A common roactinu was ''It was not nie; it was not 
the. children I took care of, but wo have the problem in Washincrton.' 

I think the medical society i.-^ courerued. I don't think any action at 
that level has taken place. , . ^, i 

Mr. SiTAPa*. Was there a resistance to the findinfr that in tlie prob- 
lem of irlasses, the problem of lack of treatment, lack of follownp 
that, there was resistance to the truth, and they wanted to iirnore that? 

Ms Svow. There was close iiisncction nf the criteria and examina- 
tion methods we used. I think they stood the test of that scrutiny ; now 
there is acceptance that tlie findiuirs are valid for the people included. 

I am not sure there is acceptance that the findings might bo valid for 
a wider population. . 

Mr. SuAKP. I wondered if you came across any organizational 
recommoTidation. . 

It seems to me nnce the child is in school it would be fairly easy, 
assuminir that tluu-e is a decent attendance at school, to keep track of 
a chiUrs^nicdif^al record to guarantee that they have certain kinds of 
testing, certain kinds of follownp if you have responsible school 

^^Obviouslv the real problem wo are tryinir to nrot at is before school. 

I wonder if you arc aware of any wav in w-hich this might happen 
that would supplement parental responsibility. " 

Ms Snow. One thing we suspect in the finding that the pediatricians 
screen so few of their children for vision is that perhaps they assji"i« 
that tlie school is doinir it and. therefore, it isn't their responsihihty. 

Mr. Sttakp. Ynu are suggesting that professional people like pedia- 
tricians inav not take seriously the fjuestion of vision ? 

T mean, some of them. I assume it is not universal. In other words, 
the standards within the profession, itself, as to what they ought to 
be concerned with vaiy and that one pediatrician may take very seri- 
ously vision and another mav not screen for that. 

jis. Sxow. Or perliap,s the pediatrician assumes that since the pa- 
tient has glasses he must'be receiving vision care somewhere: it would 
never occur to him to think that maybe the.se glasses were passed on 
from the patient s older sister, or were several veal's old. 

^ir. Sharp. So. nolwdy in the svstem outside of the parent 

Ms. Sxow. We have siicli a mobile society that we have to focus the 
responsibility in the familv. Perhaps there arc ways that we can help 
them manage that responsibility. It seems to me that is where it ought 
to be. 
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Mr r^' 5;o« ver>' much. 

Mr. OrroroEn. Mr. Sni" ini. 



^ "'^t' -UXl-. i 

M^.SA^m^^:.^roqut 
Air. OiTiirGER. Counsel ? 



as. 



Mr rw* ^ ° questions, Mr. Chairman. 

llr. OrrrxoEH. Thank ,ou very much, Ms. Snow, for being with 
S. W.&^o^"°°' *° ^^^""^ "bout. Wo appreciate it. 

George LZb^BoSf^ALfss^Dr'S ^Tl '^^P^^^'^tnoi.ns : Dr. 
andDr. Alfred YaSa\\cr;WoVc?^^^^^^^ ^^'^^burgl,. Pa.; 

lik^aTofzMVKter ^ir^' 

with^^^^tiri^^ to be 

contribute to o.ir efforts I think that tliey definitely 

waS^it^J^-L^^^^^^^ may do so. If yo.i 

VAKD MEDICAL sCKO^^i^J^ MEDICINE. haB- 

YAHKAUER™ prSS^' S ^^^^^ ^™ ^^ED 
MEDICINE ijSJS'Y^f^r.c^^ COMMUNITY AND EAMIIY 
WORCKraiCSs ^ASSACHUSETJS MEDICAL SCHOOL. 

gram in Pittsburg rPcm l tin ""'V'"'''^^'''' ^"''^^"i"^ Pro- 
,at the national lo^-el. P^ca T -VlllllS^^ '^'•"^ » ''on^dfan^ 

itim.idotend^cTSe^'slt'iS;;!,::^;- "V"'^ p-^^-^ 

,5, The committe has alroadv lilo ' i ? . • '"'^ ''"""'^' v. 

prly and periodic ^^^^^ ^'5 fofc M^'T"^" '^^^^ 

|ment is one verr important co nZcS nf^ c^'»ffno.,.s and tit-at- 

You have al=o hoard tliat VhTn"v^^^^^^ I'oalth ,>.nro of children, 
ynosis and treatment it is costh .rVr ' ~ 1' ""^ ^"""wd bv diac- 
ii^sand demeaninjr. " " ' "^"'"^'"^^'^ss and somotimos dan- 

The testimony also hrmio-lif 4-1 i. 1 
;ta:eatment is mdst eff^c ivc m^oi^nJil^ ''^'^ Troonin^. dia^noPo.. „p,i 
^^irect context of com "roVonsiro K ? 4^^^^^^ ^'T'^^^^ 
.home" which Tvas mentioned vestorchv whT^, T "rnod^rM 
;tive .services, including imm mi5SS^^ ™i r "''^ P'-even- 
Japs getting at the point SS?ont ed.Sn.'lr ff'">la..ce-ner- 
«.e imm«iiately pr£eding St^SlSl^ 
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faro pavmonts. , . nlicadv rocoivinir AFDC* 

islink<>atotlm %%Tlfaresv.sto,n of nie.licnia with its 

EPSDT IS a so linked to ^''-^ff ^ '^ff eli-ibilitv. its endless 

complex elifribility L " " " ' 

foi nis. and its late and '"cq^'t^^'^^^ "/^ ;';^in.,,,,,u in -ottins physi- 

and in an acceptable ^-"V- E!^l YJJ'f. FPSDT pro-rram is that it is 

The third ^V'^>^",^*^''"'-'^-' l'jras^ s^^^^ ""t a 

conceptimlized and administered as .i scitenm^ i „ 

pi ocrram of comprehensive ' ^a'-^^ comprehensive health care 

„n^'p^^e^SionWo'stSrsM^ have he?rd from GAO count 

the Tiiimber of cliildren screened. children screened, 

If you r-lt SSr^sSecf anc So childrL taken care of. 
Avhat vou will pet IS children screeneu .i toward preven- 
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As I mentioned before, screening in itself is a worthless exercise. 
The only purpose is treatment. 

With all these difficulties, what niijrht be an alternative? 

The best estimates I have heard about the cost of ESPDT mngc^ 
from $14 billion to $1 billion a year. I nndei-stand nobod^r Jias been 
able to put a closer hand on the number. 

The money now spent on ESPDT could be reallocated to provide 
a basic minmium program of com])reheu.sive health supervision for 
all children in the United States, all 75 millioa, 0 to 21. Such a pro- 
gram might take the following form : 

A set of vouchers would be issued to all parents for 14 health super- 
^^siol^ visits in the first 21 years of life of aach child, redeemable by 
ph^'sicians or clinics who provide acceptable health supeivision serv- 
ices. Vouchei's would eliminate complex and costly billing and pay- 
ment procedures. Universal eligibility would eliminate costly and 
deineajiing enrollment procedures and would insure that services were 
monitored, not onW by poor and uninformed parents but also by 
well-informed, articulate, and demniiding parents who indeed insist 
that the children get the kind of services they need, who don't neces- 
sarily accept what is available without questioning. 

Vouchers would establish full freedom of choice between the patient 
and parent and providers. 

The cost of the redeemed vouchers would approximate $7r)0 million 
a year, well within the order of magnitude of what is being spent now 
in attempting ineiFcctively to get such services for only a small pro- 
portion of oiih^ the poorest children in the coimtry. 

AVhat about the problem of getting parents to' seek out this care? 
• We have heard that an army of outroach workers, people providing 
transportation and so forth might be necessary, 

I would suggest before we go into that w'e might attempt another 
system. To offiset part of the cost of transportation, babysitting and 
so fortli that is associated with getting chiklreji to regular health 
supervision, a second set of vouchers redeemable by parents after each 
completed visit might be provided, perhaps in the form of a food 
stamp that could be redeemed in any supermarket. 

With such a positive incentive, a much larger proportion of parents 
would seek and ol)tain health supervision for their children. 

The cost of outreach workei-s, transportation, and other facilities 
and seiTices to be provided by the AVelfare Department could be 
greatly reduced. 

The annual cost for parent voucliers worth approximately $10 for 
each visit would appro.ximate $500 million, again within tlie range 
of what is currently beingspent. 

The total administrative cost, which I think is at least 00 percent 
of the total expenditures mulor tlie current ESPDT program, could 
be reduced under such a ])rogram to something around 1 percent, the 
basic cost of distributing vouchers which would be redeemable through 
currently existing systems, 

I am concerned that such prqgrams for preventive health care should 
be financed through Federal general tax revenues, not through insur- 
ance and tax mechanisms which imjiose their greatest proportional 
burden on those least able to ]Jay, Even greater equity could be 
achieved if vouchers were regarded as taxable income so that those who 



101 



98 



have no taxable income get the full value, those who arc well able to, 
pay tax on it. This mi^rht help avoid the criticism that has been so 
discussed in the school liuich pi'ogram, of providing free services for 
people who can pay, 

A program such as I have described would not address payment for 
maternity care, dental care, acute episotic care of illness, nor man- 
agement of cluonic illness. But, neither, in reality, does EPSDT. These 
important services could bo covered by the various service and insur- 
ance pro«;rams that exist. 

I think the program would provide a base of preventive care of all 
children and thus reduce the cost which insurance and service pro- 
grams must cover. 

Thank you. 

Mr. OmxGER. Thank you very much for a very thoughtful state- 
ment. That is a verv interesting idea. 
Dr. Lamb, would you care to proceed. 

STATEMENT OP GEORfJE IAMB, M.D. 

Dr. Latter. Mr. Chairman, it is a great pleasure for me to be able to 
be hero to disi^nss such an important issue with all of you. 
Mr. OrnxoER. Will you identify yourself ? 
Dr. La^cb. Yes. 

I am Dr. George Lamb. My present position is in the department 
of preventive and social medicine at the Harvard Medical School, and 
pediatrician at Children's Hospital Medical Center in Boston. 

My comments arc as follows : 

Fii-st, it seems appropriate that the intent of the legislation to be 
discussed, at least one major intent, is to provide the same kind of 
programs for the poor children as are now being accomplished for the 
more affluent children, an issue of equity. This is indeed a very desir- 
able goal and one that should lie vigorously pursued. The findings of 
Project Head Start, particnlnrly the medical component, and other 
studies indicate that previously undetected health problems do exist 
in the target population and thnt at least many of those can be remedi- 
ated. It is niy belief, however, that the screening component has to 
become an integral part of some ongoing health service system, a 
comment that I ha^•e lioard repeatedly here as well as in the testimony 
from yesterday. 

Thus. I feci that sopai-ate systems such as that presently existing in 
EPSDT is inefficient and costly in terms of reaching children and 
incorporating them into comprehensive health care. The priority, 
tlierefore, should be to provide an oriranizational framework for com- 
prehensive health services to all children. 

Second, a scroeninq: by itself, as Dr. Noith mentioned, is of no bene- 
fit to children and their families. In this context, we must recognize 
that many of oui* su^rgestions for screening, diagnoses and treatment 
are ]iresently based on i-elatively ]ioor pieces of information scien- 
tifically. Rather, they are based on the state of the art and what, in 
fact, occurs primarily in the private practice of pediatrics and the 
general consensus of good medical prflctice. 

Therefore, I would suggest that a liigh priority be given to evalua- 
tion and/or research pi-ograms to accurately determine the payoffs 
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mirTppr^iT'^ "''^ '''' '""I ^--ning and treat- 

o%itD°r"i=^ to .0 S.tS 

ioing t],i-o ,"rtho rPSDT^ ""''""^ °^ provider are not 

^ rhc oSst of tiahKl oSL^sT''"'^' '^''''''^^^'''^y ^o avoid 

nofSSLlyX' to^lXf^^ care provide:, are 
in fact, sug^sS*S„dtlL"'igl^Ton"^ 

allocation of resources to ihf> ITulZr^ i^i "^"^^ bo some 

and some assista °S obtainin^^? ^^^^ professionals 

and ii.stnnnents Tl "s °v H h^^.n n. "'''^ screening procedures 

ca?dS^h~d «I"<^«tiou of cojismnei-s re- 

pbnse.of scrS;g"Tli-:j^oJ.':^ - ^ P-^icipant i„ all 

volvi";:; ovS .?0g7SlTeirarc J^' cany -cKlucation for parents in- 
indic-utps tl at ftrnn o' n, P'""S''"" starting at 2 wecl« of age 

^^^TlMs particular p.ogn„n does involve lo^v sociocco^oi;?"children, 

c^^^^i:^:?:^^!?^ °^ "-'^ p-idc for 

oon'^LSi'SofTedo^Vrt^aS^^^ l-'l^-"^- that in- 

accncips a7i,l the clGW.,Hfn ^ ' '•^'='5/ f.'-ooperation between State 
to the Wo fare DepTS^^ wn/Zff supervision 
be again in aJocSTJi^T^JZ^^ 

?:fa'svS;^^^^^^^^ 

In addition, the towns are responsible for screening and intcrven- 
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, ^\ ««. Arn«5nphiisctts Law 76C. They 

t^^S^^i^^^ ' " " °' 

griidontioii fi-oinl"* s<-l'»°'- . , „( coordination bctyfcsu ilijao 

Welfare Dcpartiiicut, local pincnuuii. , 
department, or local schools. 

?ir&K„. Thank you very .nuch, Dr. Lamb. Wo appreciate 
^•iVtt'^Ss of eVnnination, I assume .ve have nex-t Dr. Yankaue.r. - 
STATEMENT OP ALFRED YAIIKAUEE. M.D. 

T.r YvVK.vo;u Mr. Chairman, I .^^^^^i ]^:^'':;J.S1" 
petotHcS-cm..nt^^ and 
the Univei-sity of ^'^ssachusett. Mec uu s 

edUorof the ^nerican Journal of Pubhc^ ^l^is ^ppor- 

I xvould like first to express "o^, ""'7^^^ that the 

tuniry fo appear before 'l^'^/™ "f^bm. ' ™ for children 

committee 'is l'''':'"g„l^°' rt ^l'^^^^^^^^^ 1''""" i" 

that may haveibearmg upon ,.5 The v hsive special needs 

i^plc«no^itation. Children are "ot >t^ a^^^^^^^^^^ ^^^J ^ ^ 

stemming from their ^o^^J \ Z^™^ ^^l^ obvious points, the history of 
man resoui-cc potential. In spite "I'-f ^ ,|try displays an ap- 
ri'alth insnranco both ab^^^^^^^^^^^ ^ ^ote. I would 

SSKSS^^^^^^^^ stran.0, to me, but 

"There are many aspects J J^^^DT NNUch s^^^^^ e 

the stranpest of all is ^'^'^ ^^'"^le^^cS w intended to meet the 
been nece'ssary in t,lie first P ^^^'e imevican trndition of health 
health needs of the Ainei-K-an poo. ^^^^^^^^^ ,„,e, from a 

Are calls for the delivery 9^!^; f om the delivery systeins of 
single source, thus clist.npuishm? t f^om the^ ■ ^ast- 
Wcrn European ^?"^tnes and c^^^^^^^^^^^ ^ i„i ipfiisla ion 

ern Europe. Yet medicaid had to be s ip^^^^^^^ ^^^^^.^^^ f ,H,er 

callinc for a preventive P'«S^^;"\£ed • J the original medicaid lefr- 

Pfalf^^ It "S^^^^^^^^' °^ ^""^'"^ 

Ihe future health i"«»' ""';^Sl^IieaTaspects of screening programs to 
I would like to leave V/^^Snd conerali/.ations : . . , 
r.ihor^ except for the following proaa , . -^^^ phvsician col- 

°'^wXprepared nurse practitio.^^^^^^^ 

leases, arc probably superior P >f,\^'^,"^oJi'j,tcd with physicians- 
paiSof child health supervision usm^ a s^';^.^ ,eg.s- 

fhe interview, history ^"V"" f^^, Pj^'S against nui-ses. 
lation .should take care not effectiveness and effi- 

2. Studies arc badly "^'''^'^4 j° '"gp^'^^T provided a mugiuficent 
ciency of child health supervision. El bm P ^^^^^ Research and 
but ?ost opvort^^v^ ^^\^^on should be considered 
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8, In spito of our lack of specific knowledge, indiictivo reasoning 
nnd consumer and pi^ovider consensus demand that preventive care bo 
covei-cd in f utuix^ liealth insurance planning, 

4. Stahdards for the various components of a program like EPSDT 
• can bo set by consensus. More than that, tlioy can also be ranked by 
priority order of importance by consonsun. The order may bo dilKcrent 
m d liferent parts of the country and for diilerent ethnic or cultural 
sub^rroups. Given the individual costs of the various components, and 
the ievol of expenditure set by economic constniiuts, decisions on im- 
plementing program standards can be made at a local level with more 
sensitivity than they have in the past. 

I would like to (Tovoto the wal ot this time to exploring? wlmt I seo 
as the reasons for an almost universal dissatisfaction with tlie EPSDT 
program. Many of the expressed dissatisfaction arc, I believe, merely 
symptoms of violations of fundamental and long-known principles, 
violations that were built hito the EPSDT program: 

1. Detection, counseling, follow-up and treatment were not under 
control of the same source. The successful model here is tuberculosis 
screening by the health departments who provided follow-up and 
trentment themselves—although other treatment sources were not 
prohibited. The failing models, known for many ycare, arc in the field 
of school health. 

2. The means test of medicaid acts as a barrier to care through its 
stigmatization of consumers, and providers as well. 

:j. Administration by a welfare agoncY focuses on financial controls 
but even these have been poorly handled, turning off many potentially 
interested providers. 

4. Instead of building up a new program slowlv on the basis of pilot 
trials— research and development— as would bo done with automobiles 
or drugs or other products, wo jump right into a major new eifort— 
walking bravely but foolishly into the dark. 

State and local government agencies were not strengthened to 
help them face these new responsibilities yet in the end they must be 
tJio responsible parties. 

0. Grassroots, consumer feed-in, education and voice— that is, com- 
inunity involvement— were not built into the program. 

Follow-up and outreach sei-vices, often more expensive than the 
screening itself, were not provided for. 

Finally, I should like to point out that the special needs of children, 
with which any health insurance plan must try to cope, arc not only 
the early widespread application of known preventive measures — 
immunizations are the best known— not only the carlv detection of 
handicaps such as a hearing loss, but also their follow-up and care. 
The maior problems of children tend to be problems that are health 
related but which do not yield readily to the simplistic medical model • 
around which EPSDT is built. These are the chronic continuing con- 
ditions, the physical and mental handicaps with which we are all 
familiar. These handicaps cannot be cured— cure is the hallmark of 
the medical model. 

In spite of the fact that these conditions cannot be cured, there is 
now abundant evidence indicating that their earlv detection and the 
prompt application of rehabilitative educational^ psychological and 
social services together with medical services will result in very sig- 



105 



102 



nificnnt porsoiml gains for tlio child and fuhiro cost savings for 
society. 

Such services applied as soon us they are needed — tlio earlier the 
bettei-^niuRi somehow bo ineorpornterf into or inte/^rated with any 
health insurance plans that hope to meet the needs of chihlren. Often 
enouglu as in the case of the child with a severe liearin;^: loss, the 
non-medical services are more important to tlie child and society than 
the medical services, 

Tliankyou, Mr. Cliairnian. 

Mr. Ottixoku. Thank you very much, Dr. Vankauer, and the rest 
of the panel. 

i\Ir. Sharp, do you have any questions? 

Mr. Sharp, Yes. Thank you veiy much, ^Tr. Chainnan, 

Dr. North, I wanted to follow-up on your su^rgesHon of the voucher 
system. Are you awai-o of anyplace where this luis been tried? Are 
there any demonstration models of this? 

Dr. XoRTir. I have never seen the model of vouchei*s. Roth Finland 
and France, eacli of which has superb infant mortality- statistics, have 
provided incentives for parents. 

Ill France, you don-t get your baby bonus until you prescTit your 
completed health certificate.'Finland has the same kind of arrange- 
ment. Thoy instituted this shortly after tlie war. And it has resulted 
in 05 to OS percent immunizntion and child health supen-ision. 

This incentive to the parents — tliough I am not definitely com- 
mitted to this particular form — is similar to the coupon book that you 
get foryour car, tliat says this i? for your 4,000, S.OOO-milc clieckup.it is 
a statement of wliaf you would ex])ect to be included in the checkup. 
I liave not seen this particular model tried and perhaps, as Dr. 
Ynnkauer siigirested, it oujrht to be done ''smull" before it is done 
"big." 

^Ir. SirARr. T was thinking it might be wise to try it out somewhere 
for a trial run, One of the ]:)roblems is that I still forget to take my 
car in for a 4,000-mil6 checkup, 

Obviously, it talces a buroaiicr,icv to make sure that everybody gets 
a coupon book and if you have a bonus incentive plan where they can 
get refunds, you can do that. 

I am wondering if we arc not still stuck with the problem tliat in 
order to make sure that people you really want to help receive it. 
Wo need to have an outreach program in which somebody takes the 
coupon book, gives instructions on how it works, and follows up to 
see that it is used, So we have not escaped some of tlio bureaucracy. 

It sounds like with the voucher system, ultimately, we will have to 
come back with a sj^stem of financial controls, In other words, we will 
be faced with a charge or fee or service phin — it varies from place to 
place — some tend to use it and othei'S not. 

Dr. NoKTir. I think the problem of reaching everv person is simpli- 
fied over time. First, yon do have almost universal contact with the 
health system at the time of birth and a contact with a reasonable 
health-related system at the time of school entiy, Using these two 
entry points within a few years the cost of distributing such vouchers 
becomes a very trivial one on an annual recurrent basis. 
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sponsibihty of some kind of program, Tlius tlioro noods to he a furtlier 
reaching out to these particular people, not just availability 
Acain, perhaps, the incentive approa. h would be uiore* elfective. 
- By doing this, showing your coupon that voii.have ^rotten vour car 
checked and tires checked and fixed, that in fact vou couKl k»t more 
food stamps, which is the kind of approach that i)r. North was suit- 
gestinir, would make it more eireetive. To :5onu» extent, uuiny of the 
people who are unable to do this have more pl•e^.siu^: problems such 
as where is the siipper for niy child couiiug from, not wliei-e am I croinir 
to|ro next week to get my eyes checked or mv child s eves clieckej. 

If the two were incorporated into a nu»auin«rful incentive for the 
particular kmd of pei-son we are discus.sin*r. then iu fact the people 
mi«rht be more apt to get the services. 

I mij^dit comment on the other questiou. This might be the kind of 
tf?ituation where nniltiple trials on a small basis would Ik» verv ai)pro- 
priate. to have the incentive system or this kind of svstem trie.l in one 
community or one area through the heahh departinont and another 
area through the school department, so that we couhl get some expcM i- 
eiices jn terms of what is olfective iu terms of tlir incentive and the 
followup that one couKl get. 

Mr. Santixi. One of thn witnesses was cichica! of the attempted 
sciwning and medical assistance that was oIIcitmI at (he school level 
to date, ^ow that may be because of an infirniitv within the adminis- 
trativo process of the school or within the existing proirram ollerod 
in the school. Which is it, Doctor ? ^ . 

Dr. Yaxkaui-u. I (liiuk I made that <M-itical stattMnent. The major 
issue here is the separation of preventive and screenin*' services from 
the treatment sources. School health services arc the illaslration of 
that problem. 

Mr. Saxtixi. So deficiency was not administrative in terms of the 
school, it was inadequate in terms of service offered ? 

Dr. YAXK.\rEn. If the school were in a posit ioTi to provide full com- 
prehensive treatment services, which is a little questionable, then the 
problem presumably would not arise. That is the supposition. It is ad- 
ministrative because it is administiativelv not feasible. 

Mr. OiTiVGKu. All of us would like to pm-sue this more berau*?o it 
IS very interesting. I think it. is verv important that mc get an op- 
portunitv to hear from people who can do something about some of 
tiiese iiroblems. 

Therefore. I am going to have to n\t tliis sliort. Thank vou verv 
niuch for taking the tunc and trouble to be with us and for vour verv 
interesting ideas. We will try to pursue them. \ 

Wo next have representatives from the Department of Health Ed- 
ucation, and Welfare, Dr. James F. Diclcson, Acting Deputv Assistant 
bccretary for Ilealtlu Department of Health, Education, and Welfare, 
and the colleagues that he has brought with him. 

Because of what we are about to engage in is controversial as opposed 
to the previous witnesses, I will revert to the original practice and 
ask that you be sworn. If you will stand and raise vour right hands. 

[The panel of witnesses as set out below were sworn.] 

Mr. OmxoER. Dr. Dickson, will you first identify the panel. 
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TESTIMONY OP JAMES T. DICKSON, M.D,, ACTING DEPUTY ASSIST- 
ANT SECRETARY POR HEALTH, DEPARTMENT OP HEALTH, EDU- 
CATION, AND WELFARE, ACCOMPANIED BY ROBERT VAN HOEK, 
M.D,, ACTING ADMINISTRATOR, HEALTH SERVICES ADMINIS- 
TRATION; M. KEITH WEIKEL, PH. D„ COMMISSIONER, MEDICAL 
SERVICES ADMINISTRATION; NORMAN ERETSCHMER, M.D., 
DIRECTOR, NATIONAL INSTITUTE OP CHILD HEALTH AND HU- 
MAN DEVELOPMENT, NATIONAL INSTITUTES OP HEALTH;* 
CHARLES V, LOWE, M.D., SPECIAL ASSISTANT POR CHILD HEALTH 
APFAIRS, OPHCE OP THE ASSISTANT SECRETARY POR HEALTH; 
DALE W, SOPPER, ACTING DEPUTY ASSISTANT SECRETARY POR 
LEGISLATION (HEALTH): AND IRA LURIE, M.D., NATIONAL 
INSTITUTE OF MENTAL HEALTH 

Dr. DrrKsoN". Yes, ^Ir. Chairman. 

The otlier members of the Department who accompany mc arc on 
my far ri»rht. Dr. Xorman Kretchmcr, Director of the IVational In- 
stitute of Child Henlth and Human Development, National Institutes 
of Healtli. On my immediate right, Dale Sopper, Acting Deputy As- 
sistant Secretary for Health Legislation. On my left. Dr. Robert Van 
Hock, Actin^: Aflmiiiistrntor of the Health Services Administration. 
To his left, Dr. Keith Weikeh Commissioner of the Medical Services 
Administration. To his left. Dr. Charles Lowe, Special Assistant for 
Child Health Affairs in the Office of the Assistant Secretary for 
Health. 

There are some other members of the Department behind ws wlio 
have come today to ho certain that any questions you and the other 
meml>ers of the snhcomrnittee may have are answered in detail. 

Mr. OfrrxfiKR. Dr. Dickson, we have heard over the past few days 
a litany of testimony that the screening pro^rram is inadequate, that 
it doos not rench but a small percentarre of the people for whom it is 
intended, that because it is not followed up with care it is inadequate. 
AA"o have seen a number of examples of children who arc mentally 
i-etarded who arn hnndicapped for the rest of their lives, who cannot 
see adequately, who cannot hear adequately, with health problems that 
could have beon avoided if these defects were detected in an adequate 
p re vol It i ve med i cal pro^rra m. ^ 

I am v(»ry much concerned indeed that you have presented us with a 
41-p:in:e tlocuiuent here which I will put in the record if you insist 
that it be put in thn record but which I find totally inadequate be- 
cause it does not address itself to any of these problems. It looks to 
me like it was produced by the Department in order to describe in a 
^reneral way the ])ro<rrams which exist in the Department. 

Tf T wore in your position I wouldn't want it in the record, but I 
will he served by voiir preferences in that re^rard. TVc certainly do not 
want to hear it- AVc would like yon to address the problems that have 
been brousrlit to the attention of the committee and with which the 
committee is concerned. 

Dr. DiCKsov. ;^^r. Chairman, I would like to say that I feel at this 
time personally that we do have in the Department a very positive pro- 



110 



107 



is complex is because f f<, n nnmK;,: ; • °/ reasons that it 

^with.reVct tSproU^^ legislative problems 

sources, and I belilveTi^'„^=n • ■ f °"omi<;s, availabilTtv of re- 
Department administrative problems wit&in the 

JVe^aro ceitaiiUy not without faiUt. I doirt mean to suggest that 

in:medi?t™?c"io'iX^hl'c^^ '"^^ Department 

preventive health fJi children ^ L^^^^^^^ tliis effort at 

Is that still the asireSa^rD^Vx?^^^^^^^ °' Department. 

I wouteTasJ w^^^^^^^^^ that question, if I mav, 

sion of our statement? ^ ''""^ ^ '''^d '^^ abbreviated vef- 

reL'?d,'b?t"ramvir^tv"much ^iL" ^^S^'^'^*-- like in the 
W that .e a. ^^^/^ot^^^^^^^^^^^^^ 

of tliosubcommilL to lSar it "'""^^ "'""^ei^ 

^sj^ii;;ia::;seSii^s 

I I estnnoiiy ivsunuvs on p. ] 17 1 * 
[Dr. Dicksoifs prepared stateinent follows;] 

STATEMErfT OF JaMKS F. DicKSOV TTT Af n * ^ 

and nccompii„i„uent« in the nren of S i o„1 f 
In v ew 'of the President s pr^Innmt o f Si ^^^^ ^ 

Ortober c. as Cliild Health D"irH t c u V rn ,.nri^^^^^ P"'^'^ ^r'««>n.v. 

nation of October as Immunization Action MonH!" ^"'''"'''^ "^'^'S- 

chn5r\?r r„r/ Che 'o°f r '.T" »" 

assurance and pubUc educnt on "rneflte are noT imfS^/".'"'^ nctlvltlo.s. quality 
children. In the health scnice .loi ™rt « limited to any one category of 
available to groups of ciuK whffor^^*^^^^^^ "^"^^t" "rf made 

receive much needed hf:alth^rx^J^V Vh^Zl^^^ 
programs I am about to descri1?c\5Suit^ ln nlr^^rf ™""y 
others, In addlUon to a dlstrilVi iinrT o^erlnps in some cases and caps in 

offlce.s throughout the DSartn^nr^^^ authorities In a^Znt 

these activities, the Department has i^f^iv ^^';^ necessary to coordinate 

Affairs within the OfflcS^of the A.sNtScor^^n^^ f'''*?T"", ^J^'^ ^hlld Health 
°f Its functions, coordlna^^f and n'a?^?n?,7M li o®"' w"'- "s 

activities withlu the Department "'alntaln Ualson \vlth all child health 

af«illKn"fsL"d"[h'erpk^^^^^^^ the programs, their 

take a moment to Indicate the nro/enf n^^^^^^^ lio^ever, I would like to 

y^^t the Depnrtment has seK7orehnd hi^^^^^ '^"^ d^^^^^lon 

for Health, FX 1977-81 activities In the Forward plan 

^^"^J^^e'^^^r^^^ on all agency activities 

nu^tlon wia devote sp^^al "a^t^niLr ^"n' o'Sfe fnT^fe^hlLr^nlj- 
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A nuinhor of important cliiUl licnltli initiatives are being developed witlila 
tlie Depart niunt wliicli deserve si social montion. Tliey are idea tilled in the For- 
ward Plan for Health. For example, the focus on riHlueinj; infant mortality 
eontinues not only in tiie Maternal and Child Health Programs bnt is beginning 
in other program areas. The availability shortly of np to date data pinpointing 
high risk areas will mean more informed x)lannlng in such efforts as the Rural 
Henltli Initiative. In addition. efTorts to improve dental health will be Inereased 
with emphasis on preventing tooth dway through tiie promotion and maintenance 
of optimal tluoride levels of community and school water supplies. 

In addition to tlie major c(»ordlnated activities and initiatives, the agencies 
serving snl>stantial popnlatlons of children will of c<iurse focns on their individual 
efforts In cliild health. In .some cases this will mean a strengthening of already 
initiated effrirts. and in others it will mean undertaking new challenges or us- 
ing new persi)ectives. 

The Maternal and Child Health programs, wliicli have been making sisiealde 
rontribntions over the years, will continue a si)ecial emphasis on infant and 
preschool health. 

The Alcohnl. Hrng Abuse and Mental Health Adntinistration will omphasl^se 
new activities rehited to alcolud use among ndnlescents; it will develop new ap- 
proaches In prevent ion -re la ted efforts wiihin the mental health area, and as u 
means of (continuing the efforts to (romlmt drug abuse, priority will be given to 
projects that nurture healthy family life, such as family counseling and child 
development. 

The National Institute of Child Health and Human Development wHl em- 
phasl2:c activities in the nnhiction of infant mortality and of low birth-weigln.s, 
as well as understanding the cnus(»s of congenital malformation. 

The Center for Disease Omtrol plans to a.ssi.vt in the effort to stimulate and 
support \vater lluoridation. In addition, the < 'enter ahuig with the other agearies 
involved in serving children will continue their crinibined efforts in immuui/a- 
tion programs including cooperative activities with the Karly and Peri«)die 
Screening. Diagnosis and Treatment program. 

Xow turning to the pr{)grams themselves. T will indicate within the context of 
this broad subject area how the many and varied child healtli activities <»f the 
Department have progressed and at the same time discuss the extent of our 
current activities. 

IIEAI.T II SnR\*ICnS ADMl X I STU-VTION 

The Health Services Administration largely thrnugh the Bureau of Community 
Health Services conducts vari(»us programs which provide services to and whicii 
impact on the health of children. 

Matcrml mid child hrnJtli nv.d rripplrd chilflrcyiJi profjrnniH 

The creation of the Children's Hurcaii in 1012 marked the major beginning for 
involvement of the Federal government in thf field of chUd health. That Du- 
ncan's investigations into such problems as infant and maternal mortality was 
largely responsible for the enact nu»nt on November 23. 1921, of the Maternity and 
Infancy Act (Sheppard-Towner Act) providing grants-in-aid to States to <lemon- 
strate tlie value of providing local health services to mothers and children. Al- 
though the anntml amount was small. $1,210,000. and the Act Itself expired in 
1029, it paved the way for inclusion of maternal and child liealth and medical 
care of crippled children In the So<*ial Security Act of 1935. Since then, under the 
authorities of Title V of the Social Security Act. Congress has appropriated funds 
annually for the continuation and expansion of both programs and. from time to 
time, has authorized the addition of special project grant categories. 

Title V of the Social Security Act authorises annual formula grants to the 
State Maternal and Child Health and Crippled Childreu*s agencies. 

In order to receive Federal funds from an allotment for maternal and chlhl 
health and crippled children's services authorized under Title V of the Social 
Security Act, a State must prepare and have available for review a State plan 
which contains information which meets the renulrements specified in Title V 
of the Act and the related regulations. Federal regulations also require assur- 
ance.s of cooperation with the State agency which administers the medical as- 
sistance program established under Title XTX of the Social Security Act and 
with the State agency which administers the State laws providing for vocational 
rehabilitation of physically handicapped children. Additionally, there are statu- 
tory requirements under Title XIX of the Social Security Act which mandate 
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that the State Title XIX ngeiiey utilize ni:.l reimburse :is may be anpranriate 

f f an-; normally reimbursed by StJite Mwlicald programs aaU «• icli 

i, are provlUeU by Maternal and CUUUren Health and CrlpnleU riiilUreurSw iee 
> programs under their State plans. v-^wilu -iiimrens btrxUL 

' ^f^foL"*!'®^!*^!',' '''T."'? ""■"Sranis and Children and Youth I'rojeets provide, in some 
States, both the clinic serL-eniug site and the ..ouree of refern.l for f()llo v p Zl 
treatment of ehlh ren found In need of caro uiuler the Early and i'eriotlic sirei" 
ing. Diagnosis and Treatment ( EI'SUX) program. 
Maternal and child health iscrvices 

The Maternal and Child Health projrrnm \n rcspon.sible for oxtoiidlu" imI im- 
proving health servlee-s for mothers and ehild.eu. '..sped:, 11 v in ru r . ."m,: Tl. sJ 
program.s are designed to reduc-e infant n.orlality and „!.4., to pr i le mater 
a?eas "" '^'"l"""^''^ I'^eventive ..ervicis in lo^v incom'' 

^f^},'V]■^°^ Y'^^' of maternal and child health .services begins prior tD the birth 
of a clnlU by i)rovidinK a complete raiiK... „f health care to\v,ii,K.„ "wrlv^ 
pregnancy in order to prevent adverse outcome.. In pregnancy for t rmother a. 
her infant; and after birth, by providing preventive heal li eare an(l "mk"^ 
for woiiiei. and children with the latent of early detection of disease .a .1 un- 
favorable health conditions and incrtti.sing tl>elr own capaeitv to a a in tain • 1 
hnprove their health. The majority of funding to the 50 .StatW. tl e is rici 
Columbia, and the Territories Is u^ed to .sui)iH,rt State directed .r gr-ii s whi. I 
provide a l.r«ad range of maternal and ehil.l health .servi.4 ii ' Ih g pr,"^^ 
enre po.stpiir um care, maternity and Infant r.-^.re. Intennlve Infant eare am 
chl d earo. The services offered include hea'.rh sereeiiing. l.reve.Mtiv e ,liagn X'tic 
and trenttnent services incluldng ge.ieral health, visual, .lental, and 1 ^^ i ig enre 
as well as immunization services. •■■..■inio L.iri, 

^'.L^'"*! maternal and child health agenciev: provide i.liv.siolan di- 
rected well-child conferences. These eni.ferenccs are designed to con lui-t ^"iodie 
I'i^r^l"?,'^ "',1 way children are developing, .screen tlieni K^r c! I ti,^ 
may reaulre medical Intervention, ami to maintain an aiiproiiriate leve r 
iminunizntion against Infectious diseases. Additional .services' in Vli do pe, 
^ ib "?, 1"' '"■•"i"'^ eoiLSultatlon. dlagi.o.si.s. ireatnient. .mu-I f.-Uow-np U re f. • 
sick ehUdren and specially cllneis that provide similar tyi)es of .services for sue 
conditions as rheumaUc fever or hearing impairments. •'''-rw'-es lor suui . 

As examples of the magnitude of care provided under these i)rogmms in fiscal 

Sl'sofol^" 'Itr^^rZ^'^.f^ ehildren registered for eomprel.ensU^^e v lees am^ 
«l.b0o.000 ehildren attending •well-ehlld conferences. 

mie most t'ommonly provided direct services for women are the matcrnitv 
maternity nursing .services, and family planning ^erv- 
Ices, ^atloawide about GOO.OOO mothers receive prenatal and postpartum enre 

f;^^,J5^^o^ ^il^n '".^^ H'»f "ver one million women 

heaUhse^^eesSroCT^ """""'•'^ 

A^nX^l^^l^^^l^f^^^^i''^ 'T",' nnd child health and crippled chil- 

dren have exohed and expanded as national axvarencss of problems grew and 
*f f^^,'"^'"f"' technologies developed to treat these problems. For example- 
^f„Kn i^T'^T'^L^'^?'^" f entment of congenital heart disckseTwe 

establlshecl; In 1003, in an attempt to reduce infant and maternal mor?a Uy and 
the incidence of mental retanlation in high rl.sk groups, maternity and Infant 
S^wH?"""^!^ 'T" '"'""te"; 1005 ehildren and youth projects were begun 
~o,7r^S intensive care projects were added in .1067; early detection expanded 
outreach and dental care, were added to the authorities under Title V in l%7 

2? I'.^i.^^^T.™'"'^ ™ ^ ^",'5"? Planning programs were included in the aggregate 
of service programs provided to mothers and ehildren "bbrtbuie 

• ^'"••""B'l^Pul'lic Law 93-53. directed conversion of various special 
project grants to a formula grant program by July 1, 1075. This IncHided the 
^?"^f ^Inte^'ty nnd Infant Care (MIC), Children and Youth 
^V'^Vl SS""^' ^'""''y Planning, and Intensive Infant Ca?e 

f"'^""" ^^"li'" program has taken on an Increased emphasis 

nrim^il'^"'""- ^ Child Health programs were originally involved 

f^Tri '^J" P'-"'''d'ng preventive health services. Currently the programs are 
focusing treatment services to assist States In the delivery of and 
C0-800~75 S 
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clinical services and have exanded their provision of health care services for 
high risk mothers and their children, much the same as the Crippled Children s 
program. , , , 

In addition, the Maternal and Child Health program is an active and crucial 
participant in the Department of Agriculture's Special Supplemental Food 
I'rogram for Women, Infants, and Children (WIC) which provides cash grants 
to make food available to pregnant and lactatiug women and to infants and 
children up to four years of age. 
Crippled cTiildr&i's services 

Formula grants are awarded to State crippled children agencies for locating 
children who are crippWd or who liuve conditions leading to crippling, and to 
provide them with medical, surgical, corrective, and other care and services 
that are necessary. 

Every State has a crippled children s services program, and State law either 
defines the crippling conditions to be Included or directs the crippled children's 
agency to define them. All States include children imder 21 years of age who 
have some kind of handicap that needs orthopedic or surgical treatment. 

As is the case with the State Maternal and Child Health Services program, 
each State Crippled Children's Services program must be under the direction 
of a physician and must comply with Federal regulations including several 
designed essentially to assure (1) a high standard of care, including high 
standards for those personnel and facilities which are to be used in the provi- 
sion of services; (2) that health care services to be provided are compre- 
hensive in nature r.nd (3) that there will be development, strengtiiening and 
improvement of standards, techniques, and services. 

Since care of a handicapped child may be a financial burden greater than the 
parents can bear, the agency will help parents with financial planning and may 
assume part or all of the cost of care, depending on the child's condition, the 
family's resources, and the funds available to the State agency. 

Approximately 10 percent of the Maternal and Child Health budget is devoted 
to research and training efforts to improve delivery of services to mothers and 
children. Research grants are authorized under Section 512 of Title V and 
are made to public or other nonprofit institutions of higher learning and public 
or nonprofit private agencies. The aim of the research program is to improve 
the operation, functioning, general usefulness and effectiveness of maternal 
and child health and crippled children's services. The research program through 
its projects is focusing on improving health and medical services to mothers 
and children. For example, one ongoing project is in the area of the design 
and development of new prosthetic devices for child amputees. The project 
also incorporates a study of the needs and problems of child amputee.'^, and is 
preparing a new manuscript for a textbook on the treatment of the limb- 
deficient child. 

Training programs, authorized under Section 11 of Title v. are designed to 
improve health and medical services to mothers and children through training 
of personnel involved in providing hpalth care and related serWces to mothers 
and children, particularly mentally retarded and multiple handicapped children. 
A major proportion of the funds suppori university-affiliated centers for the de- 
velopmen tally disabled and mentally retarded where primary effort has been 
given to interdisciplinary training of mtiltidisciplinary service providers. Grants 
to these institutions of higher learning provide support for faculty, traineeships. 
services, clinical facilities and short-term institutes and workshops. These cen- 
ters provide .specialized clinical train! nff in a multidisciplinary setting for phy- 
sicians and other maternal and child health personnel who focus their activity 
on the multiple handioappe<l child. Emphasis in the centers is on the provision 
of excellent quality health care conducted in a training setting. Pediatric Pul- 
monary Centers have been added to the training in the past year. 

Sufltfen infant death sjmdrome 

In coonli nation with the National Tn.stitutes of Health research effort in .Sudden 
Infant Death, the Maternal and Child Health program, under Title XT of the 
Public Health Service Act. carries out a program of coun.seling. information 
dissemination, education, and statistical reporting relating to SIDS. 

Community health centers program 

In the late lOGO's. under authority of the Public Health Service Act. the De- 
partment began focusing support on ambulatory comprehensive health care 
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programs for medically underserved coflimunities. The subseaiiont develoDmpnf 
of ^'ommunity health centers has had a substantial imnact orimnrnvin^^^ 
. liealUi of chUdren «-lthin Uie program's target ioBulatlSS r,, i"i7=f ,„o^ 
' mated that 488,400 children received servlcis nf h^p i 7 ^5n-i 
^^estimated to reside in the 157 medicaUrSerserved^ eas Ivh^ L^Comt^^^^^^ 
J Health Centers have been estabUshed. These children lmd aLr<!^ fn ,, f.^r^ 

Miffrant health centers 

as those included in CHCs M-inv nf VilL . » ^ ^ health services such 
the Departacnt of vViSirc's Spccia Sunn?om^^^ participating in 

Infants. u„d Children (WIC) Supplemental Food Program for Women, 

Jndlan health service ■ 
nnd^VlSSes%W 

300 health stations in "StL Hospitals, 00 health centers, and 

Comprehensive health service formula grants 

J^^l^^^Tt^^'s^^":^^ comprehensive health services 
Child health services and dental serwUs to oSud^n! 
National neaUh Service Corps program 

VUp^i^^'e^^l'^^^^^^^^^ increased access to 

underserved areas. &t?rwces, ror ramiiiet, who hve m medically 

Health mainteyiance organizaticn program 

and treatment services for children. of screening, diagnosis 

Family planning program 

i In fiscal year 1074 approximately 29% of the estimatwi 90 ^int«^ 

»L^^vi?efL^3»Z=\X^^"K^^^^^ 

^^^iarie^^^ric^^SSl" 

Planning lUeJture. co.mseLg VnT ^ „S le'^^^^^^^^^^^ '"r„"sf o^tL'" 
family planning services receive complete medicalTT„minat^^^^^ 2^ 
pap smear and other laborntnrv fpato „„,i ^„iJi„ e-^»°""atlons which inc ude 
.elements of the famf^: plan U ."^^eUveVsystrm n^^ examinations. All 

health care to patients. Reported d^fta ISst tha fnmn^^^^^ 
have become a major source of preventivrheafth inr^^ Planning program.s 

largely healthy „omen of ciiildbearins nco „nrt '"'^-'ncome and 

access to the health care VeUveS^SsTem^or "In^^^^^^^^ '"'^"^c>' 

ALCOHOL, DBUO ABUSE AND MKXTAL HEALTH ADMINISTRATION 

some tragicalLv.' by"Vhe conirmporarv B?e™ Xmlnnt^'^'/i^r". "ff " 

The three Institutes which eWUe^^thfri^^rX' ^Cot„?"ii^,S™oii 
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Alcohol Almso nnd Alcolioli.sin (XIAAA). tlie Xationnl Institute on Drug Abuse 
(XIDA). and tlic Xurimml Institute of Mental Health (X^IMH). have made 
linn nnd major, coniiuitmcnt.s to the health of our children. Through a number 
of creative means and viable mechanisms, the Alcohol. Drug Abuse and Pleural 
Health Adniiuistratioii (ADAMHA) has comnilttwl substantial Federal funds 
for. myriad juvenile programs In oounectlon with intranniral research, training 
-grants, hospital hnprovenient grants. fello\v.ships» cousultatiou and education, 
statnui? grants to eonnnuuitv mental health centers, and inuumerahle other 
activities. For example, in FY 1075 the budget level for ADAMHA programs 
idcntilied as including activities affccthig children appmxiniates Ji;i4S.5 niillion. 

yatioml ImtUutc on Alcohol AhufiV and AlcohoUum 

The Xatioual Institute on Alcohol Abuse and Alcoholism (XIAAA) is cur- 
rently supporting, directly or indirectly, nearly $4.5 million of activities and 
programs which l»enelit children. These activities iuclude eounseling and r(»fen-;il 
services at 19 youth education progranus. some of wbicli vary in content and 
api)roach. Certain projects se«'lv to euliance the leadership iM)tential of parents, 
children, and otiier CManmuuity members, particularly regarding their der'isiou- 
making l>ehavior in the use and nonuse of alcohol. Other programs provide pri*- 
ventive and supportive services for elementary 'school children of aicolitilic 



The use of alcohol by children atul youth is recognized as a growing problem 
of major proportions. The Forward Plan highlights this problem with greater 
focus. XIAAA now idontilies and treats appn»xiniately 2.3(H) y^nith alcohol abusers 
under seven grants approxhnating $1.7 million. These treatment projects are 
loeate<l in several State.<. 

Eight research grants have been awarded by X'lAAA at a FY 1075 cost which 
approxiumtes $460,000. One of the most perthient alcohol studies seeks to Idenrlt'y 
the effects on the fetus of pregnant women who drink. 

Xatioual Inatitutc on Drug Ahunc 

In FY 1075, tJie Xatioual Institute on Drug Abuse (XIDA) expended approxi- 
mately $30 million on programs and activities supportive of youtli. Xeariy $21 
nillliou augmented programs widcii provided .^services, and $11 million was 
employed for public information activities and eon.sumer education. 

Certain activities of XIDA supported the development of a profile of adolescent 
nndtiple driig u.sers, and listed the residential and noiu»e.sldential treatment 
fnollltles and youth outreach facilities in the Xatlon. In addition, this Institute 
has funded a number of Innovative projects concerningjprevention. treatment, 
and re.seareh. Some of the.se projects focus on pregnant addicts and addicted 
mothers; other.s consist of studies which compare the^ff.«?prlng of mothers re- 
ceiving methadone treatment witli a n on add let control group. XIDA also provides 
prevention services for over 10,000 Individuals ranging in age between 5 and 14 
years. 

yational Institute of Mental Health 

During FY 1075, the total amount of money .«5pent on child mental health 
related activities approximated $105 million. Of this amount. $10,405,000 wns 
spent on research grants and $2.0-15.000 on intramunil research. Training isrants 
and fellowships accounted for $20,285,000 (approximately $5 nillliou of tliis for 
the training of child psychiatrists) . 

The bullv of FY 1075 NIMH ftinds. $50 million ($28 million through Part F. 
Community ^lental Health Centers Act) went to fund Child and Youth Services 
lu„eertain Community ^leutal Health Centers. The.<50 Centers provided l)asle 
services to over 132.000 children la.st year under the age of 18. Some of these 
activities are aimed at preventing Instltutlonalizatlon'and eulianeing community 
outreach program.s. 

XFMH has continued its support of program activities in basic re.<5eareh of the 
biological and genetic aspects of child mental lllne.ss. as well as the developmental 
behavior of Infants and young children. Furtlier. this Institute also .supports the 
training of specialists in mental health of children and youth, ha.s foen.scs on 
SIDR (Sudden Infant Death Syndrome), ninaway youth, and has awarded four 
contracts which focus on collecting incidence data on abused adolescents and 
supporting a national conference on this relevant subject 
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.VATIO.VAL INSTITUTES OF IIEALTK 

yaiional Institute of Child Health and Human Development 

The National Institute of Cliild Healtli and Human Development (XICITD) 
serves as the focal point for DHB\V bioineilical and behavioral research relating 
to the health of mothers, children, and families. 

aUi,e mission of the NICHD is to contribute to the good health of all citizens 
through research to expand the knowledge of fandly planning, child health 
maternal health, and human development. The primary goal of Institute efforts 
is research in developmental prwesses so as to improve our ability to prevent 
disease and disability. It is our feeling that the etiology of adult diseases, par- 
ticularly degenerative diseases, begin in children. The underlviiig rationale is 
that success achieved hy the XICHD in assuring healthier children will result 
in the long range benefit of a healthier adult population for this N:ition 

Aniong tJie recent NICHD research advances which are likely to lielp meet the 
health needs of children are: 

XlCIin snentlsts have developed a vaccine which has the potential to prevent 
a type of meningitis which Is the leading cause of ncqaired mental retardation 
ncmofihtfUH inftnenzae meningitis may he fully preventable if findings of the 
Institute's scientl.sts are borne out in a recently initiated clinical trial of thi.v 
vaccine under tlie Institute*.s auspices : 

In ■ - 

tions 
tali 

mati iiuu uLsease an« compiuations of pregnancy such as poor nutritional .status 
diabetes, high blood pressure, anemia, drug addiction, smoking, and the p.svchic 
stress of pregnancy. Prenatal care practices have imnroved significantlv in recent 
years as a direct result of this research : 

NICHD research has identified possible causes of the .sndden infant death syn- 
drome (SIDS), Until this decade. SIDS. or crib death, was a complete mv.stery 
Recently, however, .some of this obscurity has been eliminated as new leans 
have evulved that indicate that SIDS might be relatt^l to: apnea, infection ana 
heart rate changes: developmental nmturational lag; oxvgen defielenev : lack 
of .sleep: abnoraudity in the brain stem; immaturity of tlie nervrms nu^chani.sm 
coutrolhug heart function; and inadequate lung responses. T^ntll 1J)74 it was 
believed that SIDS victims had been ba.sically healthy liabies. From data ob- 
tained and evaluated in ]f>74 and 1075, it now api)ear.s that SIDS victims had 
not be<»n crmjpletely healthy. All of the.se leads may eventually provide clinical 
opportunities to .save up to 10,000 infants per year; ami 

Identification has been made of relation.ship.s of nutrition to human develop- 
ment. MCHD research has resulted in new knowledge regurding the adverse 
impact of amlnntritlmi in pregnancy in terms of the development of the progeny, 
and data are now becoming availabJe concerning the beneficial effects on chiid 
development of nutritional supplementation during pregnancy. 




CENTER FOR DISEASE CONTROL 

One Of the most dramatic achievements in child health has been the reduction, 
and m .some cases the near elimination of childhood diseases such as measles 
rubella, i5olio. whooping cough and diphtheria through vaccination program.s! 
Most of the.se diseases are at their lowest level ever, but thev still occur The 
status of the.se di.sea.ses is as follows: 22.004 nieasle ca.ses in 1074, down 70.7 T>er- 
ceut since 1971 ; 11,017 ruiiella ca.se.s, down 73.0 percent .since 1071 ; 7 i>olio cases, 
down (>G.7 percent since 1071: 2.402 ca.ses of whooping cmigh. down 20.0 jwrcent 
.since 1971 ; and 272 ca.ses of diphtheria, up 2G.5 percent since 1971. with nio.st 
ca.ses oecurriug among adults. 

Paradoxically, the success of these programs al.so poses a danger. AVirh the 
.sharply reduced incidence of these disen.ses, the i)opulation has liecome aiMifhetic 
and high immunization levels are difficult to maintain. This creates a potential 
for the introduction of di.sease and epidemics. Because of thi.s, the DciKirtment 
is contimiing a strong camiKiign to reduce this threat. 

The Department's campaign has three chief features: (1) the provision of com- 
plete immunization protection to children receiving care in IIEW .supi>orted 
child health programs; (2) the support of State and commuulty imnumizatiou 
programs; and (3) a public education campaign which pronujted October as 
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Immunization Action Month. These efforts, as I have indicated, involve the co- 
operation of several agencies. 

The Center for Disease Control has also made substantial progress in the 
following areas : 

Assisting communities in developing programs aimed at the prevention of 
poisoning from ingesting lead based paint; 

Monitoring the incidence of birth defects aimed at preventing epidemics caused 
by new environmental agents; 

Analytical investigations seeking to discover the etiology of birth defects which 
are not now epidemic ; 

A populatiou'based study seeking to demonstrate that technical assistance to 
State and local healtli departments can greatly increase the number of women 
who have laboratory testing to determine if a fetus has a chromosomal disorder 
like Down's Syndrome (mongolism) ; and 

Increased surveillance activities to monitor the effectiveness of RH hemolytic 
disease prevention efforts. 

CDC recently was given responsibility for the Public Health Sorvice'.s applica- 
tion programs dealing with prevention ami control oC dental diseases: A key 
ft»atnre of this program is the revitali'/ation and furtiiernnce of the Department's 
efforts to extend the benefits of fluoridation to all children on community water 
supplies. 

This is the most effective dental preventire measure yet developed, and it is 
the easiest to implement and the cheapest to maintain. At the present time, 
however, more than half of our children who could be drinking fluoridated wnter 
are not doing po. Thus, the Department views this endoavor as uuothor of its 
ongoing priorities. 

SOCIAL AND BEII ABII.it ATIOX SEUVICE — EPSDT 

The Early Periodic Screening. Diagnosis and Treatment (EPSDT) program 
rei)r(»sent.s a niajor effort to provide preventive and comprehensive quality heiilth 
care t«> disndvantagcd children. The purpose of the program is to identify and 
treat handicapping or potentially handicapping conditions early, before they 
become severe or irreversible problems, endangering the child's future health 
and well-being — and before they become more costly to treat. 

The i>asic concept underlyintr the El^SDT program is one of preventive and 
couiprehen.sive health cure. Children served by the prn;;ram have usually never 
had contact with an ongoing henltli care sy.'item. Tliu.s. EPSDT generally provides 
their first introduction to preventive medicine and often their first experience 
with healtJi care other than crisis care. 

I would like to review briefly the background of the enactment of EPSDT 
and the steps the Department is taking to see that the program is implemented, 

The amendment was added to conform with chnnges made in the Title V 
(Medicaid) of the Social Security Act. 

The amendment was added to conform with changes made in the Title V 
crippled children program wiiich required States to provide for early identifica- 
tion and treatment of children in need of health care and services. In discussing 
these amendments, the Committee on Ways and Means stre.ssed their intent 
that States make more vigorous efforts to screen, diagnose, and treat children 
with disal)ling conditions, and carry out "organized and intensified casefi ndi ug 
proeoduros." including follow-up visits and related activities. 

The law requires that States must make provision in their Medicaid plans 
for providing or arranging periodic health screening for all eligilile children 
under 21 and for follow-up treatment of conditions discovered through screening. 
The screening proce.«<s must asse.<«s a child's physical health and his or her growth 
and development. Treatment covered under the State plan for conditions found 
through screening is required by law, except that treatment for hearing, vision 
and dental defects mast be provided wlietlier or not otherwise covered in the 
State plan. States must al.so inform all families r(»ceiving payment under the 
Aid to Families with Dependent Children program of the availability of EPSDT 
services, tell them where and how these services can be obtained, and, upon 
request, provide tran.sportation services. 

EPSDT is administered by the States, and in Uie early stages of implementation 
there were few resources and little experience in the States to establish and' 
administer a child health care program of the scale and scope contemplated by 
the legislation. Each State developed its own administrative and policy solutions 
to program implementJition, resulting in a wide variety in the scope and emphasis 
given to the EPSDT program. 
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OFFICE OF HUMAN DEVELOPMENT 

Ilcfid Start 

Tuniing now to tlie lienltli sen'ieo.s component of the Head SUirt program I 
sliall begin by indicating tlie prognim'.s general objectives : 

to provide a eomiireliensive l)ealMi services program which includes a 
broad range of medical, dentnl, montal liealtb nnd nutrition services to pre- 
scliool children, including bnndinipiH'd children, to assist tlie child's physical, 
emotional, coj^nitive and social deveh)pment toward the overall goal of so- 
cial eon)iK»tence : 

to pnuaote i)r(»vontivo health servitres and early intervention ; and 
to i)rovide the child's fandly with the neci\ssary skills and insight and 
otherwise attempt to link the finnil,v to an ongoing health care system to 
ensure that the child cnntinues to receive comprehensive health care even 
after leaving the Heud Start program. 
The houlth serviees comixment of Head Start (nu»dicnl. dental, nutrition and 
mental health) providi^ that for encli child enrolled in the Head Start program, 
a I'oniidete niedienl. dental, and duvelopaiental hist(»ry will lie obtained and 
reeopdod. a thomugh health .screening will !»e given, and medical and dentnl ex- 
annnations will he |HM-fornied. Those services were i)rovided to apitroxinuitely 
350.000 preschool children in Head Start in 1074. 

OFFICK OF KOL'CATION 

Several l)rogranis of the Federal government in the held of Cil oral ion assist 
nnaocially limit^ul school districts in providiu:; health .**erviei».s. For example, 
this year the Title I i>rogram of the Elementary and Secondary E<lucatiou Act 
will provide 91.0 billion for .services to the educationally di.<advautaged yonng- 
sti'rs across the country. Health and related services are eligible for support under 
this program. Because of tl»e Title I formula. !i major portion of tlie fiitids floAV 
into .school districts where there is a large t-oneentrntion of tH?onomicalrJwlis- 
advantaged student.s. Therefore, in general, the sebnol districts which havejnie 
maxinuun need for ilnuncinl assistance stand to beut»lit the most under the Tifle 
I prograuj. Other federally funded programs under which schojd h(»altli servides 
are eligible for n»ceiviug linancial support are: Title 111 of tlic EIemeutar>' ajid 
Secoudarj- Kdueation Act Y Supldeuieutarv Kducational Centers and Services). 
Title vri fUilingnal Education) : Title Vril of the .same Act (Health and Xn- 
rririon. and Dropout Prevention I* nigra ms) : the Follow Through Program (a 
program to continue the Head Start activities) : and Education of the Handi- 
capiied Act. 

1 am herewith sulauitting a table showing the estimated numlier of students 
.served and tlie federally appropriated dollars expentled in tlu* category of healtli 
services for FY 1073 under the educatioti progi*ams enumerated. 
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Co)f elusion 

Mr. Cliairman. we la the Department who are enncernerl with programs affect- 
ing our Nation's children an» (h'dicatcd in a special way — not only to the fullill- 
ment of onr diret^t resi)ousila!ities l»at to the role we play in helping Ihem to 
arliieve optiuiuui health and' well-heing. I iielieve we l»ive demoustratetl today 
th;il; we are* using our resources to tlit» ht'st of onr ahilities. As we liave sliowni 
in oup di.<eu.<.siou of the programs riieujselves. the Forward Plan ami our new 
Ollice of Child H(»alth AfTair.s we are striving to improve onr chiltl liealth 
res < »;i r ch a n d se r v i ee e fTo r ts i n eve ry w j i y t li a t we c -a n . 

^^r. Chairman, tids conr'lndes my .^tatenu'nt. .My t'olleagues and T will he 
pleased to try to answer any (pi est ions which yon or other mem lie rs of the 
Sulicouuuittee nmy have*. 
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Mr. OrnxoEH. Is tins mfttterof hinrhpst priority in tlic Department? 
li- ^CKSox. I would like to tun, tS Dr. Weikel if I mnv ' 

N wi^- ^ '-'"^'■^•"v is onrSl e hSfest priorities 

FvSS^^^ " «>ffn'fi«">t, pi-ogress in the^mple.nentatio-A 

|; Mr. OraiNGER. If this is a matter of the highest prioritv whv isn't 
; Sf^r"^'^',^'*^' Assistant Se'retarf? iV ilSo ' e 

^ he^i'^fe"^' 5^?'^^ <=''i'^''-» of tli^iin^T^^vol^ 

S^t^e^rr^^rS 

Mr^Ch?i™r- ^-<^-P-' - - St. Louis, 

itS'^t)Z''^ZV}°^^^''''^ the highest priority. There are other in-ior- 
ities that the Secretary has to attend to beyond healtli Per i> He 

fl^^A-q^—^P^".- <=?"s^ler it an indication of the priorities to h'lve 
the Administrator of the programs before „s. We a.i dea' h ° •' h 
ma]or pohcy ques hons here. If this is a higii priority mnttc?o belnlf 
bpro it""**'''"^' '"■''■^ ^'^^ incumbent on the Secret?, n Jo l e 

V "^^'^ t''«nsmit to tJ,e Secretnrv that w e o 1 1 il co, ,- 

mittee feel this is a matter of paramonut importance 

in;\r °^ money is bein- wasted. Mnd is not roich- 

ng the veiy important gpals that it shoiihrix., reaching ,nd vo \umh\ 

acld.?ss1?sS'in S ^^'^V^'' ^"^"^ DoJ^rriiro , 

i« iflnJ'";'''/'' •■ m''- Cl'!iirman, I think whether this is a hi-l, prioritv 
IS Illustrated m lie actions. I think the actions that tJ,e Dep • n < nt 
has taken over tJ,e past year clearly illustrates it is Thioi;' 
I thmk the act.on.s tl,at. the SecretarV is continuing to take" to L,wt 
the program indicate that it is a priority ^ ^ 

• fnHnn '"yfu-"''^'"^'' ^°*T°^, Pioblems-associatcd T,itl, tl,e implemen- 
tation of this pi-ogi-am. I think there lias been clear nn.- le^, V, oM^^ 

pSm P"'' ''''' ^^P'-^'-t-'-t in inU'leiliSiou^rU^ 

eligible, ihat is a relatively small percent. 
Mr. VVeikel. That is correct. 

Mr. Ottixoer With the screen ii,jr progi-am. And tlien needinrr 

^^^^^^'^ '"^'^ °' t;;,rr^ spdi 

nnf?' ^^'•st ff nil I ^^ould hope that since the referral rate 

only indicated a need to treat r.O percent ^ve not waste addhiomil 

t3en{ '""'^"^ "-^^^ "^"^ for cla ™'or 

„ Second, in terms of the record on scrceniuff. I want to emphasize 
dpn t believe the va ,ie of this program is in screeni. °, tTifSue 
of this program is in seeing that children ultimately get trJatecl for tl o 
conditions that are identified. I think if you wilf iSok at the record! 
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the record indicates through July 1, 1974, we screened 1.5 million 
cliildrcn. I think all of us believe that record is inadequate. It is not 
an acceptable level of performance. 

On the otlier hand, during the past year in a smgle year we ha^e 
screened 1.5 million children, and those are very hard numbers. ^>Ve 
liave eliminated a lot of numbers tliat were reported by States that 
Ave didn't think were valid number. So we have screened last year 
1.5 million children out of approximately 9 million children who 
are eligible for the services. ^ j i. j; 

In addition, that 1.5 million does not include any of the data for 
the equivalence to screening. There are a lot of children under medicaid 
wlio are receiving ser\Mces under the program through private practi- 
tioners. If they are being seen by a pediatrician on a regular basis we 
believe that counts as the equivalent of a screen, again emphasizing 
that the issue is not screening it is whether the children are treated. 
We think we have a major initiative that is needed in that area, and we 
are undertaking a number of activities to make sure that the children 
are followed up and treated. 

Dr. DiCKSOK. Mr. Chairman 

;Mr. Otttnger. Is one of the important elements of preventing 
liandicapsand illnessos in children, nutrition? 
Mr. Weikel. Is it nutrition? 

'Mr. Ottinger. Yes. . tt . • i 

Mr. Wkikei.. Obviously I think it is nutrition. Housing, is also 
another element. ? 

Dr. DiCKSOX. I think Dr. Lowo m\s^l\t comment on that. 

Dr. LoAVK. I\rr. Chairman, I think it would be only fair to sav that 
there is evidence that there are nutritional problems in the United 
States. The Department, as vou k-now, mounted a 10-State survey, 
and this certainly confirms the suspicion that there was malniitrition. 

Tliese issues are being addressed, but only partially by the Depart- 
ment. The Department of Agriculture, as you k-now, has a ma]or role 
in the alleviation of some of the malnutrition. The forward plan 
of tlie Department addresses nutritional issues in what I believe to 
be a constructive and forward looking fashion, and an attempt is 
being made to identify through more sophisticated methods than 
presently available, malnutrition wb ieh is incipient. 

There is no art in identifvinsr broad malnutrition. The impor- 
tance is to detect cliildi-en \y]io'"givc evidence of incipient malnu- 
trition, and this we propose doing. 1 . . i. i.' 

Mr. Otttnger. It is verv liard to conceive of an admiuLstration 
which calls nhild health top priority in the health field, says this is 
going to be the vear of the child, and then vetoes a nutrition program. 
I finJ in every respect that the.actions simply don't follow the words 
with respect to giving what I consider a most important program the 
kind of priority'and attention it de.serves. . . _ 

I don't want to monopolize all tlie time. At this point let me recog- 
nise mv colleague, Mr. Sharp. , . Ill /. 1 -J! M 

Mr. SriAUP. Mr. Chairman, I wonder if it could be useful if they 
could specify what actions have been taken? My concern is that the 
charge has been made in this hearing and articles in the National 
Journal that there has been a gross absence of commitment in pri- 
marily the Nixon administration, and perhaps that is carrifed over m 
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do the job we Sd to do nn? m L^'u^'"' roallv can 

dmwiniupa dSLt pro^^^^^^ ^° be dofng is 
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tnanv of tliem pmfSoSa^ l.^h" ""''^ contractors, 

tion to prov-i^le^echnic iTatisraLn ^^^^^ ^"""^a- 

an adequate proSm We 1 n p ? ""l^ dovclopod 

tocI,nie2ia.sis?iTni^^^^^^^^ in de?th 

nnnVlfrrclri?^^^^^^^^^^^^ ModicSltciation to doter- 

I m.>I>t indicaT^^tha Ter tr ■ 'I Zr H '^"r^^ ^'"^ V^ovUhrs. 
commitment on the part of H o H A? i ''"'^/''ero l.ns been a tremendous 
of Pediatrics. ^ -'^-^^-'^ °" t^^'' Pa> t "f the Academy 

nic\'?aaii;;;;:. VorS^'S'n?'''" ^'••-"f P->-le with toch- 
ffional offices. woSl^^vlth e S L^^n "'""'^ ^''^ 

of providers in this pm'^rani ^ ""P''"'*' P'»'-^icfpation 

sid?r";;;^:f/eSn?ca"rt:^^^ -^"""^'^ 

i^ettin. pi;>4"i^„s'to'tXS pl^iJjJr* "-^ 

in provrdfnrtlie'p'^^^^^^ There is di/Hculty involved 

-providers d7d not^w^f 1 i T ^''"t not that 

tionafchildren^. ^iSjuJ'oS;:^^^^^^^^ "^P'-^^'^-^- *° •^'-'"b "ddi" 
onLS^rt"ract^'"tLTL°Sl^^^ 

inff the past year ' '"^^'ited and implemented dnr- 

Mr. SiLVRP. Could you give us a couple more examples 2 
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textiles:::: VL! L^^^^^^^^ i-voc 

well. So xvp arp involved in joint PioJf*^- 

,n.|.onsiv« carj for 'I''''""'" 'y^, "^^ This 

onitcd under agreement or i^,.. ""'^^ 

that any imlritional V"'''™'";^^^^^^^^^^ „f ,],„ p,.„g, „„„ wl.ioh 
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the discietion of the program. I wouhl also point out that this pro- 
gi'am has significantly focused on the training and improvement of 
nonphysician personnel to car it out many of the programs functions. 
We are attempting to solve the'pvoblems of shortage of physicians or 
maldistribution of physicians txy using other i)ei'Sonnel adequately 
trained to carry out these functions, including nui*se pnictitionei'S 
mentioned by an earlier testimony. 

Jfr. Sharp. Thank you. 

ilr. OmxGKR. Mr. Santini. 

ilr. Saxtxxi. Thank you, Mr. Chairman. 

I will address my questions to whichever nu»nii)er of the panel wishes 
to respond. 

First of all, I am concerned by tlie fact that we are looking at what 
the chairman and Mr. Weinberger and you have acknowledged is a 
toj) priority program. As Dr. "Weilcel appropriately observed, a high 
priority is indicated by the actions. 

Xow. in the law enacted in 1907, July 1. 1009. was the effective date. 
By February 1972. almost 3 veai-s later, for this top priority program, 
we have implementing regulations. In view of the fact, that this is a 
top priority program that took almost 3 years to get regulations, what 
wiis the reason for the delay ? 

Mr. AVKiic?:f.. T think iirst of all it was not pr()ival)lv estal)]is]ie(l as a 
top prion*y ' " m I think Secretary Weinbei-irer" dearly did later 
establi ^* \, .. top priority. Former Secretary Wohiherger has indi- 
cated tJiea-e is oiiiaugh blame* in terms of the slow implementation to go 
around t^ .all of us, the Department, the States, and imyone else who 
was involviid. I do not think it benefits us to say wlio was at fault for 
the slow implemenation. 

Clearly, I think during the past year there has been rapid imT)Ie- 
mentation and we have begun to address some of the real ])rohlems that 
we are confronted with in the iniplomeiitntiou of this program. 

Mr. Saxttxi. Should not the Department be the one to bear the 
primary blame or responsibility or credit for the siK-ess or failure 
of this particular problem in view of the fact that HEW is the imple- 
menting agency? 

Mr. Wkikel. I think that is correct. Also it obviously involves par- 
ticipation with the States. The State governments have the principal 
responsibility for implementing the medicaid program in EPSDT. 

Mr. Santixi. On that point, Dr. Weikel. Dr. (^ohen, former Secre- 
tary of HEW. testified yesterday that one of the principal failures 
of this particular program, and I am sure vou have had a report on 
his testimony, was the fact that PIEW has*^ established an adversary 
confrontation relationship with the States, and that even to the last 
week of Secretaiy Weinberger's service he issued two regulations 
without any consultation with the States. The States are reMliiig in 
response to this i^rogram because they feel it is being crammed down 
their throats as opposed to being implemented as a joint effort be- 
tween Plealth, Education, and Welfare and the States concernefl 

!^^r. Weikel. T could recite here a litany of our efforts today along 
with the States. Fii-st of all, last August we had a conference wliere we 
invited the Governors, representatives of his offiee, the Director of 
Social Services of the State agencies, Director of Medicaid, to tell them 
about the commitment of this Department to implement this program. 
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IVc followed tlmt up with n whole series of eorrespondenee to the 
States. I have personjilly been involved in nnuKMOus roiiferenees with 
the Health Subcommittee of the Ameriean Public Welfarc A.ssociation 
that has responsibility within that or;Qranizatiou for representing the 
States in Tyashington and meeting with them on issues. I liave met 
with them jnst recently on the new regulations that were proposed to 
implement tlie penalty. 

I think the record indicates we have worked with the States. We 
liave cooperatedHvith tliem. AVithin the Jfedical Services Admiiiistrn- 
tion we are not pnl)lishing re^rnlations unless we have prcvionsly eon- 
sidted States about those regulations. 

Afr. Saxttxi. Your testimony at this point is that every regulation 
that is implemented concerning 

^fr. Weikkl. I did not finish. 

Jfr. Saxtixi. It is not every rennilation then ? 

Jlr. Weikel. In the ease of the regulation on the penalty that yon 
were i*eferring to that was published, the revised penalty Vegiihif ion 
for KPSDT, that regidation was not discussed in any amount of detail. 
Small [)arts of it were discussed with individual people and States, 
but the recridation itself was not discussed because we felt there was 
a real need to niake some clarification, to clear up some of the confusion 
that existed with the first penalty regidation that we discovered as a 
result of tr\*ing to implement. We have* tried to correct it throngli tlui: 
new regiihition. Because Sec retary Weinl)erger wanted to correct that 
hefoi-e he left, he did publish those without our eonsidtinfr with the 
States. 

Mr. Saxttxi. Mny I nail down one thing before we go much further? 
It isyour .«?wom testimony as to nil implementing regulations, I appro- 
ci.ate your being as preci.se as yon can on this point — that you confer 
with the States or consult with the States prior to the implementation 
of those recnhitions. 

^fr- Wei KEF,. Ah.«?olutely. So there can he no confusion. I cannot 
testify as to what happened in terms of the original iinpleiueuting 
roLndations since I was not involved in the proi^i-iiin in any wav at 
that point. 

T am saying in reeent history there clearly has been a record of 
con.«;nltation. 

^fr. Saxtixi. What is recent history ? 

^Vfr.WEiKKr.. Within the la.«?t vear. 
' ^fr. Saxtixi. That is C years after the so-called effective date, 
Julvl.lOfiO. 

^fr. Weikel. If we are truly iute roster^ in whether this program 
has a potential we can recite past hii^tory over the hist T) or r> years, 
or we cm look at what Iims been done hy the Depni-tuient to move out 
agirressively to implement this progi*am, 

I al.«;o wjint to make clear that the reirulations vou are talking about 
being published in August were clearlv not regulations that were just 
laid on States. That was a notice of proposed rideuiakiug that tlic 
States and every other interested [)arty has '^0 days to comment on. 
after which we will consider their couuneuts. In that interim period I 
have already discu.sscd those regidatiou.s with State official.s. with the 
American Public Welfare A.ssociatioiii and their representutive.s. 
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SSnlji *° D«i,a,eme„, to l,.ve ,„„„ dialog with the StaS 

Mr. Santlxx. Dr. Weikel, I would appreciate your comment ton— 
as you observe tlie value of the pro-raSn is not fn scSnf it Ts^ 
S^/ifk -i^f '^'^-r'"/?" '^''^■'^ t'"^ committee, in view Sf 'the laS 
Mr wfri^? ''^uV-^ ' P,™^'™"'' "^''"r <='"ldrca we?-e treated 

Tr£ fif/^l 1^^? piograni was ong nal y implemented tlicio 
was too much emphasis, I believe, speaking as a piSSm on tl o 
screening component. The only data leoiured fiCi nfn SI ,V„ 
oriented around the number screened anffi numCha ai^ Se^•S' 
We recognize this problem, and we have begun to do soUhiiig S 

n*^l?f^^^!.*^^''"P'^ reporting requii omont. We are in tlie nrocesq 
of getting that cleared tlirough tlio Olllcc of ilan icromcn „nd 1?. Xe^^^ 
and we are requiring thom not only to ropoit sc7eS- chtn ft 

One of the major provisions of tlio revised penalty re<rulation U 

3»iSsrxrntr'' s"-' dot/n,s";s.v? 

6 ypars after the program was to bo implonipntod ' 
clo^rly^^^rr^^tTta^ ' ^'"^ --'^-'^--^ "re in place 

Mr. S.WTrxi. Congressman Afotcalfe tpslifiod, with rorrnrd fo H,p 
actions on tlii.s top priority prooivim- " ° 

report. Their flndlnK.s and conrluslons mnrto if rloL thnt dVlnifP V^^^ if 1 
despite fhe obvlons i,„mnn need that proRMni rnn ie?ve HEW hn, nn^in^ ""'1 
..the existence of E.SPDT for more tlmn Ave yenr" 

Ts thnt an accurate conclusion ? 

Mr. Weikei.. I think in our commont on that tJio Department inrli- 
catorl d.d not have any real problem with that conclusion 

tIt Vi^'*""^'^- Y^"" "CTPP with thiit conclusion ' 
effect'." ^•'•'^ Tl'e Department officially responded to tl.i.t 

Mr. Otttnoer. I am going to have to cut the gputlpman off. but wo 
will get back to yon. I think you are doing a good job. 
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The administration has vetoed a health bill that would pronde for 
the tramin^j assistance to medical schools, additional assistance to 
medical schools, to provide the doctoi^s that are needed. Then it vetoes 
the Child Nutrition program. They have aimounced that we should 
not bother to pass a national health insurance pro^jram, all that costs 
too much money. . , , r.^. . 4. 

AVe had strong evidence in those hearings that the btates were not 
responding enthusiastically at least in part because they are sulTernig 
severe financial stringency, and they are not anxious to put u]) a very 
substantial share of the funding that is required. How would the 
Department look upon our increasing the Federal share 100 percent, 
or perhaps 90 percent, and could we anticipate a veto if wc went ahead 
and did that? ' 1 • r 

I think the Socivtary probably ought to answer that as it is a question 

of departmental policy. , . , 

Mr. Sori'KK. Mr. Chainnnn, obviously yon are making a proposal 
which the Dopartment would have to considcM* and dirfciiss in the 
context of its place in the exocutivo branch. AVe cannot tell yon now 
what the Pi-osident would do if the Con irress were to send him 
legislation which would change the EPSDT progi-ain. 

Mr. O-rnxoKn. Is it your opinion that the ina!)ility of the btates to 
finance tlie program is a ]>roblein ? ^ £ 

Mr AVeikfi.. T would like to connnont on the diuerent types of 
implementation of this program. If yon look at the medicaid ]>rogram 
historically, that haa.been a program that has had principallv one 
obiective, providing payment or pfiying bills for low income indi- 
viduals who are eliirible to providers from whom thev receive services. . 
The EPSDT ]>rograiii gave the States an entire different set of ro- 
snonr^ibilities; that thev never had !)efore, thev could look at a single 
i)ill in isolation and saV that is a valid bill and pay it. 

With the iinpleinentafion of the EPSDT myogram it put on a 
different set of responsibilities, responsibility for outreach, and fol- 
loAvnp, a re.spon^ibilitv to make sure that children get in to he treated, 
ThMt was not the re.spon.sibilifv that the traditional medicaid agency 
bnrl prior to the enactment of 'the EPSDT. That is quite different. 

Tlio reason T mention tliat is that funding is only one of tlie prob- 
ler^^T think that the States have. . . ^ ^^ 

^yo are addressin-^ tlie need for outreach. The need for foMowap, 
.nnd trarkin^ throiiirh .some of our technical assistance some of our 
Hiaiiires in reportin.T. and some of our other contracts to develop track- 
in'^'svstems for the States. So, mnnev 5s only one problem. 

T am sui'e if yon asked the States if they wanted more money the 
answer wonld be ves. . 1, i^i. 

Mr Otttvof.r ^Tiat is needed here is a comprehensive health pro- 
gram* for children as T .see it here. Perhaps if the ndmim.stration was 
not prepared vet to so for a national health insurance program that 
rovers cvervlwdv it miffht at least, as has Im^cu siixrge.sted in testimony 
here, n^o for a national health insurance program that covered children 
in their earlv childhood years. Tlie testimony T think was that it would 
bo verv desirable to have this from birth to 6 vears old. 

Tan you give ns any indication of how the Department would view 
this ^ *" 

Dr. DicKSOV. No, sir. T have no comment to make on that. T heard 
the proposal. 
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■ ;VhJ^tP™^°?"" ^^"^ comment from tho Department on 
; ' those two questions in writuig? i»iw"<=ut uu 
; Dr. Dickson. Yes, si r. 

^^offfe i*q"ested was not avaUable to the subcommitteo 

■ \t °* prmtuig— November 18, 1975.] 

^ quSions™"""^ ^''^ oPPortmiity for some 

mnHon^#p4'nT''r H'fi® '''''t^ indication tliat there were 13 
mjlJionBPSDT eligible cluldren. Is that correct ? 
Mr. Weikel. Yes. 

Mr. Segal. Approximately 1.5 million were screonod ? 
Mr. Weikel. That is correct. 

^^fh^^n^' efore, that would leave approximately 11 million 
or 11.5 million not screened? juhuuu 

5, ST'^"-)^^" T screened that year ; that is correct. There 

IS a total of 3 million children screened to date. • 
at flli; S Chairman, that we insert in the record 

at this point a nre immaiy report that was done by the staff bv re- 
questing States for Infoi-mation on EPSDT. ^ 
Mr. OraxGEn. Without objection, £hat will bo so onlered. I think if 

[Tlie docimient referred to follows :] 



60-800—75 a 
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Pbexxminart Report of Tnc Besults of a Questionnaire Sent to State Medicaid 
Agencies Concebninq Early and Periodic Screening, Diagnosis, a2«d Tbeat- 
ue:«t (EPSDT) 

(Prepared by the Staff of Oversight and Investigations Subcommittee, Com- 
mittee on Interstate and Foreign Commerce) 

EPSDT - FY 1975 

PROGRAM PROGRAM 
ACCOMPLISHMENTS FAILURES 

Total Eligibles 
(12.8 million) 



Screened Not Screened 

(1.9 million (10.9 million 

14.8%) . 85.21] 




Need Treatment 
Total 



\ 



\ (45.1%) (850,000)* 



Treated V \ \ Not Treated 

(60.4%) \ \ (39.6%) 

(510,000)* •. \ \ (340,000)« 

I 

\ Need Treatment ! 
, '■. Vision 

(12.0^.) (230,000)* 



Treated '. Treated 

f67r6%) C32.4^) 
(150,000)* (78,000)* 

'• Need Treatment 
Hearing 
(5.n) (100,000)* 



Treat^ed ^ot Treated 

(28.5%) \ (71. D%) 

(29.000)* '-^ (71 ,000)* 

Need Treatment 
Xron-de f iciencv Anemia 

(4.0-M" (76,000)* 

Treat!Td Not Treated 

(96.5%) (l.bi) 
(75.000)* (1.000)* 

*Staff estimates 
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KABLY ASn PEKIOniC 8CBEB.MN0, nUOXOSIS. A.M. TKEATMENT 

^A^oZ^^Vi^^^^^^ anu investigations or 

for certain basic statistlca iiXmnHm, nn S"'?'"^'"^ 
Diatrnosis. and Treiibneut nrowZ rF^<?A ^""".'^ Periodic Screening, 
oldj of the Social sStv A^t A tot^ o?^T S/"" """f ^"'^ f"'*^""' 
that survey form the basis for tht Dro im^nt^.*'^*" responded. The results of 

Tlie following sections Avomii^ HS. ."""^^ '"''P'""' EPSDT. 
Jng. and the numb« sc;ep;;:r"'"^»" f •^'''W^'" eligible for screen- 

tions and for snecifled visunl SP^Hn J" „ T""^"^.' J'^nted for general condi- 
on chiidreti rSng si,ch servl^ nm? P'-°l''eu'8. The reiH>rt f.™ises 

not rec-eiving'l^ch s^Wc's'whef^hef sK 'Sr'^"""^' <='^"<l--«' "lao are 
Eligible population 

IK>a«on%L'Ltar^l28 miIlion"c^l5'r °" «"6iWe 

time during fiscal v^r 197^ m2twi ^^"^ e'^Slble for EPSDT at some 
is as follows : * ^''^ ™etli«lolosy used in arriving at this estimat! 

avenge ''oV'4"o8^r^^ Sfe duri'ng ^^lof '^f '""'"^""^ " """t-Iy 
Imately 45% of Medicaid r^jSs unL ' i ' Ji'^S^*"*^ included apprv.^- 
(excluding New York for the re^on^ noL, °/ age during May, 1975 

ratio holds true, 4,084,545 would^nsS' ^ ^u°Z^- -^"inlas that the stuae 

toKLrn^X;^o^1.iS^?„"rhes°^^ eligibles a.d the 

higher than the quarterly nveTaite Mnmriiw^t Vi?^ 7^^'"'^ '^"s 1-2S times 
times the 9.1 million average ou^^^^ ^ t""«>ver factor 

ll.« n>illIon eliglbles at somf «rlriSg Ffi975 • a"d^""' ^'"'"^ 

1.2 million Xew York eligibll^ tTthe 110 mini^ -^,7"'^^^ the 
of 12.8 million children fliSble at'^sUe'time'duVnf Fr%"9^ 
Ocncral screening paekage ' 

totaf of wS58l'rr'e^Iun'rre!JJfrt^"t^ 34 States. .1th a 

approxlmAtei; M% o^Sca^d^re^pientfunir"^^ H ^^'"^ i"^''""*^ 

that the same rado holds troVfor the PnHrP fi. / ^^"^ °' Assuming 

l.« million children we^scrS during FY 197^^^^^ ^'°»ated total of 

sp^^fi'^ll^Tr TualT^rit a°nJTron'.^efi^rfa°" T 
for most States, vision and heaXg sereins re^orter«P^^^^ ^" 
general screening. Fewer States nl^^I^ c "^^pprted were the same as total 
The results of sc^e^iSng for tL«e^^ Sei".^ "-""l^efleieney anemia. 
33 States reported l.fl5.223' cree^ilSffj^ °tTn -"^ '"''o^^ 
In States reported 1.111.060 screenings for hfaring- and 
20 States reported 8S6.971 screenings for ironTflliency anemia 
Puhhe aecountahilitg quest i^yns 

^ol'^^L'Xa^^'^^li^l^^^^^^ -""on. appro.- 

screened during FY 1975 eiigioit ror bcreenlng services but were not 

prS^rheaUh'^are'?"""'"' '""^ receiving this basic 

it'iZS^LS w«eTcre7n^ir„".r'J" ^^^^'""^ ^^""^^ — P'- 
almost 8 million eligiblSdre^ hn^enc^^^^^ ^''an mi«n 

What Is the Department of Health, Education and Wpifnro * , 

the pace of screening? "wmun, ana weirare doing to increase 

yumler needing treatment 

ne^tg b^'t'l^ent ^"""^"'^ '''' -ere Identified as 
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32 states reported the totnl "^""'f.^i'-lj^/^Tsc^^^^^^^^ 
a result of ttie general sereenln;; package. Of tiie i.uuo.-iw si-rt-^ 

the enure \:fj''^mo'tornx ot^ treatment; 

vl n^"' nr' if mllUon cUM need trentment for vision prol.len.a: 
r-;^^"' firVn(W ,i,nire i^^^ trentment for lienrlnK iiroblenis; nnd 
°or chUm-;/^^^^^^ lron.cle.lclene.v ancn.la. 

treatment who were actiially treated. o-enprnl soreonhiff package, 

•.iKneS^?8S;]55.^™^^^ 

^A^^II^P^'^^^^^l^r^ ^receS\?eaS: "'I; 
''f t?tatefreportca tfe nnmbe? r^'elving ieatment for hearing „roblen.s. «lth 
oe'rw Awo n^o isn necdlnK treatment) actually receiving treatment. 
2S.5% («-i2 of 2,lbU "^f B "'"r^eivlne treatment for iron-dcflclency anemia, 

,1 ^o«'-^ ""'S of I sorneedlnl Ue,^tmen? actLlly receiving treatment 
"■'M yg tifef Ucenmgeft"' t"fe tota\ numUr of children reported as need- 

■>9f(iM ch ldrln: actually received such treatn.ent. Approx.nmtely lOC.OOO v^ere 
''ol5*'r^'^TthV5cS4Tc\dUlren nee<ling treatment for l>earing problems or ap- 



400 did not. 



PiMic accotintahilitu quest ioiM „„|. fronfinc 

now can one justify identifying medical problems and then not treating 

"'why are so few States able to report important link between screening and 
^r,H,f mn.it ^ Do the Other State-s not know how many were treated? 

How eanfhe Depnr^^^m^^ of Health. Education, and Welfare n««»7 f^at ,he 
now Liiii niL i ij^ne-nT ia hpinf*- nnrried out when most States cannot 

being treated? 

.Boc«u«eof the limited ""fber of States responfllng these figures must be usert with 
caution In corisiaerlnff national extrapolation. 
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A^ddit^oual data needed 

Data ou tlio iitiiulK»ih> surct'iuMl. iiiul niiml)CM:.s luTdluK troatiiiciit for HixHillled 
coiulltlous nPDear to lie ndoqiiato at tlio prosonr tluio. Howovor, tliu miialiulor 
of the (intA oil Kl'JSDT iiewls luarked Improvement. 

Information on tlie ellKlhle iWipiilatlon enn onlv lie deserlbed as grossly In- 
ndotinate. The Snhcommltteo stuff eucoiintered similar probWis on the ellirtUle 
lH)i)iihitlori In the mirvoy (»f Hur^ery under ^ledkaUI. If Is lmpi»nit!ve that the 
Deixirtnieut of Health, Education, and Wdfute develop accnrute Inforuuitlon 
on the number of .M(Mlleald ellglbles. . 

The survey ve(iU(>sted Informntlon on the number of tlinse Informed of the 
the avaliablHty of seiOenlnR services/and tiie number rejinesthiK and deellhlnj? 
sueii services. A number of States were unable to Ideutlfv those Informed, and 
most States were unable to Identify those requestlUK nad deellnluK sueb services. 
>m\ lufoiinatlou should be he|)t up to date at the Federal level, and nnist be 
Kept at the f?tate level since States are required to lafonn ellKtbles. and must 
IM' nbl(* to Identify recjuests for sereenlnp In oi^der to provide «M vUe. 

VwhUo ai-eoiuitablllty reqidres that a data tolleetlon system be uviillalde tlmt 
will link treatment to sereenlng. 

'Slw Seoau I liavo a conplo of additional questions. Let us focus on 
tliose Avlu) woro not si recned, tlio 11 million approxinintelv. 

We. have hoard testimony owr tlio/past couple of davs that a inimhor 
or disoi-dcT^s such as vision disorders and hearin^r disoiVUMS and anemia 
aro prevalent ninoii^r the population. AYould yon sav that an estimate 
of 10 percent of those children screened wonld he likely to have a vision 
disorder? I think it mijudit be appropi iate tn hear from onr pediati i- 
ciaiis Nvho are here. 

Mr. AVkikku I T\ill tell yon what we have di.scnveied in the million 

children we have .screened! That is somewhere in the uei^rhborhood 

^Ir. OmxcjKii. Excuse me. I heard yon sav before that yon screened 
ftbont 1 million children. 

^Ir. Wetkel. I think I said previously we screened thron^rb July 1 
^.^^"■h' ^'^^ "»illio»»- We screened dnriii": the jiast year, in fiscal lOTf) 
1..) millinu. f6r a total of 3 million children screened. 
Ml. Skoal. Since 1960 there have been 3 million screened? 
^Ir. Weikel. There have been 1.5 million children scieened dni iiiir 
the last fiscal year. 
^Fr. O'mxGEK. 1.5 million dnrin^r the past, fiscal year, 
^hy Weikel. Tliat is correct. T think that clearly demonstrates some 
increasc<l rrrowth in the implementation of this proirram. 

^Ir. Skoal. Usin^rthe finrnrc that yon iiulicated that there were S per- 
cent of those who had been screened hnd visual problems, wonbl yon 
thndc then it would he a fair extrapolation to look at the 11 million 
who had not been screened and assume that SOO.OOO of them wonld bavo 
visual disorders? 

Mr. AVeitckl. Xo. sir. First of all. we at this jioint mifortnnatelv do 
not know how many of the remainin*r 11 million children have received 
.«!crvioes that are ermivalent to .screenin<r thionirh bein^GT treated by a 
nei/dd^orhood health center. 

Mr. Seoal. Conld wc have Dr. LoAve answei- that question on his pro- 
fessional jiid<mie7it? 

Dr. liOWE. I wonld have to defer to Di*. AVcilcel. Thei e are ffood fiir^ 
iires on the prevalence of a lar^^e varie.tv of imjioi tant. defects in cliil- 
di-en This would be one of them. T think it is an oppoi-tnnitv to ^rain 
hard numbers on the prevalence of visnal defect.^?. T am afiaid T ('^aii't 
assist, vol I. 
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Mr. Segal. Have you seen any studies on visual disorders and the 
percentage of children that have been determined to be having defects 
or disorder problems? 

Dr. Lowe. Yes, sir; there are studies and the National Center of 
Health statistics has prepared some. The problem is that these figures 
tend to be distorted because children with very obvious defects show 
up before children with more subtle defects. The caveat I think that 
Dr. AVeikel inserted is one that should be kept in mind. 

Mr. Segal. "iVliat about the National Academy of Science study? 
Would that be a study that you would consider appropriate in any 
way? IVhat of the epidemiology of the study's results? 

Dr. Lowe. I am not sufficiently familiar with the study to comment. 

Mr. Weikel. I am familiar with the study. 

Dr. KuETCiiMER. The answer is yes. 

Mr. Segal. 11 million individuals who are not screened, if they were 
screened what percentage might you expect would have visual dis- 
orders ? 

Dr. IvRETCiiMER. I have no idea really. I think what Dr. Lowe said is 
(luite true. As you screen you are going to get a minimum figure wliieli 
is comprised of those children who have outstanding disordoi'S. That 
is a minimum figure. Then a maximum figure builds up as you begin 
to count minimal or mild disorders. I doii't think there are sufficient 
data now available that would give an accurate percentage figure of 
visual disorders which one could expect. 

There are data, for example, on mental retardation. 

Mr. Segal. Could you cite those, please ? 

Dr. IvRETcmtER. Yes. The data on mental retardation, which have 
been feathered primarily by the National Foundation as well as other 
foundations, would indicate that about 7 percent of tlie children 
would fall into an area from mildly to severely retarded. This is a fig- 
ure, by the way, that was given to you yesterday also. 

Mr. Segal. That is right. So, you would expect out of that popula- 
tion of unscreened; namely. 11 million, that 770,000 of them might very 
w6ll be mildly to severely retarded ? 

Dr. Kretchmer. Yes; or with some kind of learning disability; that 
is right. 

Mr. Segal. Could I ask one more question along that line? As part 
of the methodology" for the study that we did of the State agencies it 
was determined out of 1.9 million screened there were 12 percent that 
had visual disorders. Is there someone here who feels that is an inap- 
propriate figure to have be determined by the States ? 

Dr. Lowe. With your permission I would like to go back to the 
question on mental retardation because I think it would be helpful to 
clarify one point. The prevalence of mental retardation is a function 
of the age at which you make the assessment. The best single study, 
for example, done in Maryland shows that if you detect mental 
retardation at birth you start with about 1.5 to 2 percent. If you move 
up through various ages you can reach 7 to^ 10 percent. But it is not 
valid to extrapolate that figure to a population age under 5. 

Mr. Ottixger. In the National Academy of Sciences study I take it 
the conclusion was that the screening process simplv was not valid, 
the screening that is being done is inadequate, and the followup that 
is being done on that is even more inadequate. That seems to be con- 
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prSenrh%rrS^Ttackr„^Z »/ J™, ,h™ have been 

inff and treatment T1?<F,? ^ *5 physician tliat provides screen- 
witnesses have testified to ^ ^""^ °^ Previous 

process the ph^an%?,^ra'p o?eXfl the's"?^ 
provided, eve^v d aSis evLv ^ of every service 

scr^l^fd X^h^;?^^stStLJs^rX^^^^^^ 
Ar'^" 2r"^'<'^- On a universal scale? 

<5f';f^^'T'- ^"j? "n"'"sal scale the answer is no because we havn 

owf meth^^^ 'soS oTh "P^vf'",^ ^'^'^ and thej have the 

uwji mecnoas, feome of the methods are nonevistpn*- T ^innV «,««f 
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State of Micliipan liiis put a system in place n.yolvinp iTu.ro of n 
?n«. nmnnpomant systcnUicl, involves tl.o pnbl.c l.onltl. dopartinent. 

Mr. O-mxGKR. lVeco}.mizo Mr. Wimdor, the niinonty counsel. 

\w WrxiiKn. Thank von, Mr. Clniimnti. 

D,-: mSl. winld it: be fair to say abont the l)opart.nent,'s ,,os,t,on 
in ivtfard to this propriini that, yes,, yon ncknowledm! there have becn 
mi rolns and, yes, yon noknowlodge thor. have >^«7 <^^'Vv« /""f 7"" 
!„« now takinp aflirinntivc action to aUeviatc the problems and <lola}S 

that PxisU'd in the past ? . 
:\rr.WKiKEi.. T think that is clear. . , 

Afr m^NDKR. Wonld it also be fair to say that the scroomnp; of 

3 inillioii children in the hist 2 yeai-s evidences the Department s posi- 

the paSve^I- indicates the a^mrmativc action. Tl- 3 mdlion saeened 
%vas from the be^inninp of the profinun m 1009. So that lia%o 
s('m«ned 3 millioT. thnmyhont the entire profrram; one and a half ^ 
million since la.st Jnlv indicates affirmative action. . . : 

C e" r ho e of i.s who are involved in acbn.n.sterinp the, pro-ram 
arc not. sitisfied with the one and a half million. Webelieye have 
Ut. np to a maximnn. implementivtion of the P'-Of:r|ini winch is some- 
where in tho mapnitnde of sci^eiimff on an annual basis ^t.\^o* ^ - 
lion children, but never inojt, than that. It "^;7'2J;"J '^.^^^^^^^^ 
nro-ram we are not screening every child very year. Tliat is not a ic 
m,i™t of the propram.lt wonld be a waste of the taxpayers 
nionev. We ai-e mo'vinS up to get the programs implemented .so that 
wo will "et the maxinniiii screened and treated. • n „ 

Thero is another caveat, this program cannot be one of coercing the 
recin eiVs to In'ing tlieir children in. It has to be a voluntary program 
on the mt of the recii.ient coming in for the service. We am aware 
tTa we am screening the recipients right now We are getting. the 
easi J recipients, those who happen to be most health conscious, into 

*''\s'wf ir.iown the. road it will be much more difliciilt. mqiiire niiich 
inore oStma ch sVrvice. which is very co.stly to the Federal Govern- 
nonf n 1 the State to -et a larger number sci-eeiied. CongresR slioii d 
be ; vJ o Imt potVntial difficnlty. We don't expect these fignres to 
mm n > nvi.' callv because we must still dei.eiid on the cooperation of 
li Tia on\" ^ 1 Vdiaii to irot the. children in ^^^1^ ^tl^^jr;"'"^^';^ 
. 'oii/^ oilt amf Public TTealtli nni-ses trying to tell about the inipoi- 
Taiice of preventive health and gettmg screened. 

ArrO-i-riNOFn If T niav intrude here, on cost etlect.veness tlieie is 
no d SI 1 e m??oii part at all, is there, that the cost of prov.diiig the 
"stso (Ih.^^^^^^^^^ .navhave.insipientd.seases 
In? Hu' V mafl a"^^^ ii'st a fraction of the co.st of treating' those 
roblo i' Sii thev iKH-ame acute if they arc not diagno.sed? 
' Af m™ We believe. T think, that this program is cost effective 

,2y ,Voiii,l« -iinicnl tc^t or .v»l„,,«o., tlmt w„„l,l h,. .«l»,l.d ... tl.c 

136 



133 

•screening package is in itself cost effective. We think the total proOTam 
can be cost effective. 

Mr. Otoixger. Have yon done any actual computations projecting 
>vhat tlie costs of a complete program that would cover every child 
would amount to, vei-sns the present cost of treatment ? 

Mr. Wkikkl. Fii'st of all, I would start with this caveat. Our cost 
data in terms of data that has been reported specifically from the 
btates IS very poor. We liavo not previously asked for the States to 
report the cost of domp; a screen or the cost o'f treatment because of the 
conditions identified during screening. Tliat has to do with our re- 
porting system. 

^y^i have corrected that now. In the reporting, as soon as we get the 
form cleared, we are requiring them to report to us the cost of screen- 
ing and the cost of treatment for conditions identified. 

Mr Orrix(;KK. Are you getting also the cost of institutional izaticn 
of c'hiKlron who aiv retarded, and particularlv being able to catego- 
ri/.o those who might not have had a retardatiou problem had thev 
been properly identified? 

Mr. '\\'kikkl. I don't really know metliodologicallv how I would 
get that. We can tell von how nnicli we are spending in the intermediate 
care hinlities for the mentally retarded. How much of that could 
have been prevented would require a massive clinical evaluation wliich 
I don t think we are prepared todo,nor are the States. 

Mr. Orri.vcKit. Do yon have the figin-e for how much is l)rerentlv 
being spent under medicaid for the mentally retarde<l i 

Mr. Wkikel. For the ICFMPt I don't have it at niv fingertips. As I 
recall, the total budget for the intermediate rare facilities is a])pro.\i- 
matcly $2.i> billion. I think it would he roughly a quarter of that, let s 
say in tlint neigliI)olio()(L But we can supplv tfiat to von. 

fThe information requested was not available to the sulx^omuiittee 
at the time of printing — Xovember 18, 1075,] 
Mr. Orn.voER. Thank you, Mr. Weikel. 
Mr. Wnnder. 
Mr, W rxDKR. Thank you, Mr. Chairman. 

The point I was trying to make is that in the hist vear you have 
screened as many people in that program as von have screened in all 
the previous yeais combined. 

Mr, Wkikkl. That is correct. Xot onlv that, but the screening data 
includes none of the equivalents to s<'roeuiuir, It savs uotbing'^about 
all tlio.se niediraid recipients who ai'e getting services IVoni tliel)rivate 
pediatrician, practitioner.Sj from the neiglilmrliood heaUli clinic et 
cetera, 

Mr. WrxDKK. Ai'e there any statistics or data that would indicate 
whether or not. or what percentage of the remaining 1 l.r> million who 
have not been i^creened have received couiparable tmvtment ? 

Mr. WKiicEr. We do not have good (^ata on that. We are at the pivs- 
ent time airain workiujr with the States to trv to inii)r<)ve that. We 
have developed a number of pai)ers on the snl'^icct of the equivalence 
to screening. That has l)een reviewed with the States, Kverv State lias 
received cojnes of that dofiiment and asked whether tliev bave addi- 
tional thoughts on how we can measure equivalence, what areas liave 
not been included for those who have criticized lis for not involving 
the private practitioner, which we want to include in this program. 
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We ai*e telling the States if they can rlocuinent to us that a certain 
number of individuals are being treated in the neighborliood health 
center or receiving screening sem-ices in their school system then this 
is equivalent to EPSDT screening. Someone mentioned earlier the 
State of Massachusetts where they mandate a requirement that their 
children be screened prior to admission to school. 

I think every year some of the States have that requirement for 
up to age 12, some of them through high school. But we are telling 
the States that if the requirements, if the school health program in 
that case meets the requii-ements of the EPSDT screening criteria, 
and the element of the various tests laid out in their screening pack- 
age and State plan meet our criteria, then that is acceptable. They can 
count those as an equivalent of having been screened, but they must 
have mechanisms available to follow up the children. 

We are not going to count sci-eening if they only demonstrate screen- 
ing has been done with no ability to follow up. 

Mr. Ottixger. Mr. Sharp. 

Mr. Sharp. Thank you, Mr. Chairman. 

I would like to ask if, under present authority, that you have could 
you let contracts to try the voucher system, to demonstrate it ? 
Mr. Weikel. I don't honestly know. 

Mr. Sharp. Can ^-ou find out and let us know if vou have the legal 
authoi'ity under which you might experimont with this program ? 
Mr. Weikel. Yes. 

[The information requested was not avtiilable to the suhconiiuittoe 
at the time of printing — November 18, 107;).] 

Mr. Segal. What about section 222 and section 402? 

Mr. WkiKel. Section 222, as I imderstand it, I do not believe would 
cover it. Section 402 I frankly don't know what it is. 

Mr. Sharp. I>r. Weikel. my concern is this: It ?ecnis to mo apparent 
from the testimony we got that one of the essential problems we have 
throughout so much of the Federal Government, this particular pro- 
gram as well as tlie prol)lem of our bureancnitiztition, everyone agrees 
with that, that in itself has to be one of the essontiiil concerns of those 
of ns with any responsibility in the Fedenil Government. Yet it wor- 
ries me that ma^'be wo are not being experimental enough, thnt we 
ai-e not trying to find ])etter ways — porhai)S yon i>oople are and I am 
not awnre of it — in which to simplify, not conipliciite but simplify 
the wnys in which we urge peoi>le to take ji service, the ways in which 
yon provide it. 

I guess I want to tell you that I think one of the chief responsibili- 
ties we have is to do some of the?e experimentjitions in order to find 
in the ne.xt few ^'eai-s the best simplest method. I ani worried about 
ail the nue.stions ai)0ut data, that we will end up with body counts 
as we did in Vietnam, and we will miss the foivst for the trees. 

Mr. Wkikfx. T nni ;ifr:iid there is no Iwst. simple method. The best, 
simple method is to get them treated l>y a privnte practitioner or 
pediatrician and seen on a regular basis. If we donx have an ade- 
quate number of pediatricians in a geoarraphic ai-ea it is impossible. 

To answer your question. I think we have a number of demonstra- 
tion projects looking at various components. Whether it is the screen- 
ing, whether w-e can do that in private practice versus a clinic, the 
tracking s\'stem, we are experimenting with that. We are experiment- 
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mg with Outreach We have one project in Portsmouth, Va wlici-e 
we have involved Public Health nui-ses going out and talking to tl ! 
recipient's family, talking nbout health Education, e ImpovtnnJS 
^ Mr Wp'fc'"'- T^"' beeii.effective. It is also ve^^cSy 

Mr. Shaw'. Do you know of any instance in which a proiect has not 
been entered into of this sort that someone in the DeparEt W ,oc 
?™mf °^ ''''' ^'^'■^'^P iiuo a fdl-fledg^d 

mpYnni^ -f? ^re.is an ideological opposition to experi- 

r^fnTS^orrr'"""""*"""^ whatevt^Su 

po^icy^ciSr;-°s^ha't ^^'^^^^ ^^^-^--^ the 

r. Weikel. What is the question ? 
Mr. Sharp. Any time a policy was made in which nn plomonf 
consideration was that we should not try that EL the Tai V i. 
SaTed.^ '° '^'^ P'^-'^^^PJ^y aSrdi£ibi?ion Is' 

fli n^y^.™" P''" t'^,' ^ ^-'tliout fear of contradiction diirin.' 

the past year wlien I have been associated with this pro"i'am i^^^^^ 

fcfn"«°,5'''"i^'°" *^^"u* consideration within tK Department 
^ir^ cliscussioiis about tlie cost of the program and some of 
w?hfi.^£ ?Hf °^ implementifig tliis program 
w ithJii that. It IS not tliat it does not agree with somebody's philosonhv 
et cetera. I know of no demonstration projects that iSe be« tZdS 

in Wn^hino?" ".r* ^"1'- ^^'^ demonstnition pro ec here 

m T\ ash ngton that we have implemented that I Dersoivillv fn.^^^ ic 

be f[ieTi&em \n'F& 7° ^^"^'^ -LfwSnic 

Tlmt IS costing thi-ee-miarters of a million dollars P^P""»«*"t. 

oJo. I- ^ ""■'^ ^^"^''^ » number of piocrrams alreidv in 

e.xistence which are not intentionally designed as reSrciriH t .nn 
provide us with information. What we need to do 7^ ™^^^^^ 
ES W nri"^'" °' T^'''- ^^'^ make JoSpiri oiiTrt^e" V^^^^ 

as rariss^^ sSo~^^^^ 

xMr. Sharp. Generally my i)hiIosopliy is that we are better off n-vin^ 
vrf a.°."»'''-"" »' HEW ciiforecmeM of these kinds of tl,in"s 

very irauKjj, we suspect that some people m our State Department 
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has been scue ^^^^^^^ 

en foiroinout is carried ^^^^ '"^Ijlo jl,-^ ad.niuisterinf,' the profrrani 
Mr.WKna:...Ith.nktho.e of .^^^^^^^^^^ f„, j,,e 

are very couci-rued about * ""^'^^^'."s.vord. It does have the poten- 
rea.ou von n.entu.n. ^V'/^ n . rVci^^^^^^ is be.-anse of that that I 
tial of \mv^^-t^»t^^^]^^^^ has ordered a st.idy 

think the present Seeretaij.. ^•'^'/^"'f Tho^e of ns who are iii- 
cxan.inini/the ^y,hole 'I'Vf 'X^m m ctnm^^^^^^ ^vitb trying to de- 
vohed in adnnn.ster.nfr ^fj ^f^ V^'^'.^^nl providers and recipients 

Mr; ^VK.KK... T .0 st-^ y,;;:!;,.,. That is just an 



estimate. i ,ki,. f.,i-n -i Iptrlshitive i)ro])()Sal to Hiaufre it. 

. Mr. SiiAur. It w.l 1'^"''"'^^ •V'-'^.'^Vshi^ 'p'-"l'osal if there 
Mr. AVkikfx. J^'''^'";"'>\ VsU^nf^ the'other hand, you 

is to be a ohaufre iii the P''"'''^,,,^' " .U Hu- programs iiiiP e- 
know soiuetiiiies we need os ivc i 

mented. AVhether t'^'V? .^l'" 1.^, ^^ H ink w conhl Hearlv discuss. 
''"^^ !;7;uM°Wh"it^lo t^;)? So^ it tkat -.rions regional offices 

a,; doinir rough] V the --^--^!^^l::';^Z^ono iii.li vidua! involved 
Mr. Wk.kk... )A heuever > ' ^ I.^ : \v, ,lo take certain steps 
Muything. it is d.ftici.lt 'f-'"^ , ""f Vhe Se.-i-etary is .-oncerued, 
but we are concerned ijf J f^^,,;. !' S, one re^^ion to another in 
t^SelnSi- of\h^^ AVe basically take steps to lay out 

-'^^^'Snl^KThal" i'^^)^ 

fie.; people should look n^^';' j;;;^^.^^ Kc'r iioual Kople involved 
■ trainiuir sessions, brniging /"f /. '^ " ha W '""'^"^ft ^ 

a,. ,...s 

maiiageuieiit has t . e „ of that. 
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I will follow up witli some of the questions and concerns I did have. 
I would like to ask .vou, Jlr. Dickson, in uiy questioning yesterday 
dii-ected to Dr. Cohen he responded in part to a question that I posecl 
witli regard to attitudes within the Department of Health, E(hication, 
and Welfare, about the program we arc examining todav. He com- 
mented on^an attitude that existed there. He said, and T quote now 
from page 76 of the trimscrij)t of our committee hearings of yesterday : 

Dr. Cohen. The miijor responsibility in my opinion to Mr. Dwight 

Is there a Mr. Dwight on the scene at the present time ? 
Mr. Weikel. There is not. 
Mr. Santini (continuing). 

Who was the SRS Administrator during the period of time who cnnie from 
California, previous experieuce, cnme from the Budget Bureau and was made 
the Administrator of this program. 

He had a completely different conception of what the Federal Government's 
role nnd responsibility wns. As, for instance, take a specific problem in the Out- 
reach ; searching out these children wlio are eligible. lie said no, that is not 
the Federal Government's resi)ousibility to try to go out and beat the biisl es 
to see who is eligible. Allow the States to do what they want. 

. I would ask you in \ iew of tlie fact Mr. Dwight is no longer there, 
IS thei-e any residue ot tliat pmfound administrative ludLTOent re' 
mamingm Health, Education, and Welfare? 

I wmild ask you. Dr. Dick-son, to answer that question. 

Dr. DiCKSox. I don't believe so. 

Mr. San^xi. That the Health, Education, and Welfare now views 
us role as at least m part to communicate the availability of the serv- 
DicteonV statutorily directed to implement. Is that true. Dr. 

Dr. DicKsox. Yes. 

Mr. Weikel. I would like to comment on that further. 
Mr. Saxuxi. I was afraid of that. 
Dr. DiCKSox. Only if you would like to get the answer. 
Mr. Weikel. I think it is important that tlie record is clear. 
Mr. Ottin-ger. Let's have Dr. Dickson i-eply first, if he can. 
Mr. Dickson-. I could not hear you, sir. Excuse me. 
Mr. Ottixger. I just said to avoid conflict among the panel tliat 
yon should reply first and then Dr. Weikel. ^ 
Dr. Dickson-. Yes. What was the question ? 

Mr. Santixi. Health, Education, and Welfare then views as one 
ot Its primary responsibilities the communication to those whom the 
services are intended to reach tlic information that is necessary for 
them to obtain them. 

Dr. Dicksox. That is my understanding. 

Mr. Saxttxi. Is that the policy of the Department 5^ 

Dr. Dicksox. Yes, it is. 

Mr. Weikel. Yes, it is clearly the policy of the Department. I have 
some video tapes here, if you would like to see them, and some radio 
spot announcements that we have distributed throughout the Nation 
asking television stations and radio stations to play them. These spot 
annoimcements tell recipients where they should go for service or to 
ask about receiving service. 

Thp^se are being played around the countrv. They have been devel 
oped by the administration. We have numerous manuals that we have 



141 



EKLC 



138 

provided to the medical societies who are involved in participating 
in the program from whom we are trying to get to greater participa- 
tion. We have various brochures annoimcing the program. 

Mr. Saxtini. The record is clear, you are rip;ht, Dr. Weikei. 

Mr. Weikel. I think it is a good record. 

Mr. Santini, You have the tapes i 

Mr. AYeikel. Yes. ^ , , , .1 . 

Mr. Santini. To play on radio, lou have the brochures that are 
given to doctors? 

Mr. Weikel. Yes, sir. . , . . 

Mr. Santini. And you do have regular public service television 
announcements? 

Mr. Weikel. That is correct. 

Mr. Saniini. When was this information program put into effect? 

Mr. Weikel. This information pro-am has been operating over the 
last year. The video tapes were available prior to the past year. I 
can e tell you when the fii-st one was available but they have been 
sent out several times during the past year to all television stations 
around the Nation. 

Mr. Santini. Do you ronfomplate any further efforts? 

Mr. Weikel. Yes, sir. We have an active program in the public 
information field trying to make recipients aware of this. Also within 
the Medical Services Administration we have appointed someone to be 
licad of consimier affairs to be more of an advocate for recipients, in- 
cluding this profrrani. 

Mr. Santini. Dr. Dickson, the point of inquiry that I was develop- 
ing before was, as Dr. Weikel characterized it, the value of this pro- 
gram was in the number of children treated. 

We don't have any information on the number of children treated, 
so we don't have any basis for judging the value of the program at 
this point. Why not include a question in the multitude of forms 
that asks the question, "Was there any treatment?", which is the basis 
on whicli we value the pro/yram. Why not include a question which 
savs something to this effect. That is not reallv expert bureaucratcse 
biit was there any treatment in the forms the States receive and doc- 
tors receive? 

Dr. Dickson. T don't know the answer to that. 

Mr. Santtnl Dr. Weikel, do you have an answer? 

Mr. Weikel. I should, I am in charge of the program. 

Clearly the new reporting requirements do require that. 

^fr. Santini. AVlicn are the new reporting requirements in effect? 

Mr. Weikel. As soon as they arc officially cleared through the Of- 
fice of Management and Budget. 

Mr. Santini. They are not in effect now. 

Mr. Weikel. They are not. I did not imply they were in effect. They 
have been developed by the Department and they are in the clearance 
process. We must get clearance before we can use any reporting 
form. 

Mr. Santini. Can we get any rough idea when we might expect 
this question to be in the field ? 
Mn Wetkel. We would expect it within the next month or so. 
Mr. Santinl Finally, Dr. Dickson, what concerned me particularly 



142 



139 



^'f^^^'^^y testimony bv Dr Cohpn i, 
210,000 children in our State menta or .n^7^ have approximately 
country, and he' concluded in ^ comparable facilities in this 

in thoSe mental facim?i^od„v or 01°^^^^^^ '''^ 
been theroif they had l ad Dro/;r /Ji'°°° "^^'^^^^^^ "eed not have 
aftenhe effective'date onh'isTaK^^^^^ and treatment 

co2i"sion^°" '"''^ *° * - the'acfuJa'^y or validity of that 

mFutlSfZT- ' *° Lurie answer that state- 

|fc rp^l^^ -Ponso to it. 

Mr. Ottixofr. IVouldyou identify yoiu^elf 
Holiltl. the National Institute of Mental 

Dov?.'!7lnT'^"- 1^'°"^*^ ^t^"«i to be sworn. 
tlX^CKthl7£u t'Sh' SVinn^'r^^^!' "''^"t to ^rive is 

Dr. Lctie. Yes : I do ^ ^"^ ^° '^«'P J ou Cxod ? 

Mr.OTTivGER. Please proceed 
Sir N^v^v' ''/"V "P*'"* t^i« question. please 
Cof:nte,i^t-^>Vo" J;^^^^^^^^^^^^ --ttee Dr. 

were 210,000 children presently SuS sr^n fn 'r there 
tally retarded, or comparable fnonS fi.*! ^""^'t^es for the men- 
had the prope'r screeXXo^oses an,^ ""'fu'"' ^'*™"t« that 
at the time that was intei deS Pnn Jl J^l""'"* implemented 
percent of that 210.000, oJ oToOO ?hiK ° ''^^'"Pjl'nented; that 10 
Jties if this program had b^en imnt^ ^ ^" those facil- 
Congress. ^ implemented at the time designated by 

wo^ld as';;^Seih7.ivL'prolr;^ ^T'^'y *° ""-^^-s. I 

and behavioral disorders fhK' ortain'n^/" * ""2 °^'"^"t«l h«"ilth 
would not be in institutions Percentage of those youngstere 

a iVSSf inTl^tjL'S '^^Pim '"n^"^--" ^hat is 

soft in terms of their data estimates which are kind of 

r^^^K'.' '^"^"^tion 
tivo action. ^ ^t m the future with some constnic- 

IMh^cSei? Ac°tVn';S^ '"h^^^Fi'^^"- Co-^munity 

diverted from such instiS ons over^L" 'Tf ?n °^ ^een 
new legislation each one of this ' "pnt^^^^^ or 12 years. Under the 
to fulfill requirementrwfl/tn Wo V -1? country, in order 

able to move Ire an'd more J«,±^ 

services. It is not a matter of screenino. tl 11"^ -J^*" P'^P,"'" ^'""^^ 

Ce^fo^:"^St^"pi"sniL';^^ 

tration p™S ttS ^hrS^mll?/ St^^^^^^^ 
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Dr. Lttkie. That was tl.e last administration. I am not sure what 

the administration is doing on .jon^s position is not that 

Mr. SOPPEK Mr. Chairman, the administration s^^^^^ ^^^^^^^^^ 

they should be closed out but Jl^i* «ie -WO m s^^^^^ 

health centex-s that have received Fedora^ ^^^.^^^ 

receive Federal f f;,f .'S^^VthrFedera? Gove^nTnent should not bcfrin 
statute stipulates, but that "i®. J centers, that is, the 

to support any new ^"^f^^^^^y ^^^i Je^^^^^ and that States' and 

'M'r':°0™^'°Tl.e Federal fonding tor tl.em should !« »..<lo.l, is 
that correct? n nn\r TToflprfil funds for new com- 

cycle. 1 „f ,vnc Hip third vcar should be termi- 

nJiMSlSfeSs;^^^ 

'^^ ^ wi.nf the Dercenta^re cutback recommended by 

«, 'raSSSSr'S^^^^^^ — 

lionlth cont<5rs this year as opposed to last jear . 

people, the chances ^/.^.-i^u "^i of cost arc rather slim, 

arlcl^.tional resom ce.s to P'';^ P * f ^"'1 o*^o^^^^^ ^^^^ ^^^^^^^^^.^ 

[h^n? areVin^^ our priority in this area. Isn t that so? 

^h^^^llSs^T^^^^^^^^^^ ^bout their child,.n 

Air. S.^NTixr. TlieMa«.nuicsicb lu proper screennig 

snrt-erins from tl'f l^'^'^'^" f:,cility-it 
and diagnoses «''<^t'''''f"'"'tjSf thnt S detected. 

Tliank toii, Mr. Cliaiman. 

5S-?"«!w*nte''" ask a couple of legal question., .-elatiug 

SwoTteuua'rt^S to^ «ar lOT, ua™cly, .Tul.v .l,.««gl. 

September of 1074? 
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' Mr. DicKSox. Yes ; tljey were, 
p: Mr. Segal. Have all other States been ruled in conipliance for tliat 
g> time period ? 

r , Dr. DiCKSox. Please repeat that. 

I Mr. Segal. Were all other States niled in compliance? In otlier 
words, were the eight tlie univei-se of those who were penalizoil for 
V that one quarter? 
; Dr. Dickson. I don't believe so. 

Mr. Segal. There may be additional States penalized? 
Dr. DicKSOx. Thei-e may be, is that wJuit vou said, for the fii-st 
quarter? 
Ml'. Segal. Yes. 

Dr. DrcKSox. TJie answer to that is yes. 

Ml'. Skgai., Wore tJiese peinilties imposed on tlie States where the 
press announcement said that penalties would be assessed? 

Mr. Weikel. The penalty aimouncement 

Mr. Segal..! think a yes or no answer 

Mr. Weucel. I don't think a yes or no is clearly indicated because 
there is a precedence. TJiei-e is such a thinnr as due process to the States. 
We announced to the States that we wei-e assessing the penalties 
against them, but the States have aO days in wliich to ask for an 
appeal. If they ask for an appeal, you have to go through the appeals 
process prior to the time that the actual reduction is made. 

Mr. Segal. Could you cite the regulations that sav that that must 
bo the case? 

Mr. Weikel. That has been the practice of the agciicy. 
Mr. Segal. For audit exceptions? 
Mr. Weikei^ For any audit exception. 

Mr. Segal. Is this an audit exception oi' a mandatory statute calliu"" 
for a penalty? j rr. 

Mr. Weikel. This is a mandatory statute calling for a penalty. 

Mr. Segal. Do you ti-eat it the same way as an audit exception ? 

Mr. Weikel. We believe the State should have an opportunity to 
appeal in case there has been some error made. 

Mr. Segal. How can they appeal a penalty that has not been im- 
posed ? 

Mr. Weikel. Thev have been notified that unless there is an appeal 
request made oflicially of the Department within 30 days the penalty 
will be taken and there will be a.i-eduction in their Federal grant the 
next quarter, and tliey have all been notified of that by letter. 

Mr. Segal. Again you have no regulation that cites that such a 
penalty will be held in abeyance Avhile tliere is an appeal process for 
something that has not been imposed ? 

Mr. Weikel. As of August 18, lOTo, there is in the Federal Re^-ister 
a notice of proposed rulemaking. ^ 

Mr. Segal. So you have nothing in effect ? 

Mr. Weiki-x. There is nothing in effect in t«rms of the whole recon- 
sideration proceas other than the traditional practice of the Depart- 
inent and agency in terms of disallowances or audit exceptions. That 
is correct. 

Mr, Segal. With respect to the question on staffing vou indicated 
before that there were 100 positions tliat were made available. Was 
that in the i-egional and central offices for EPSDT? 

fJ0-.s6<) — 75 10 
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Mr. Weikel, That is a combination of regional office, central office 
within the Medical Services Administration, plus any of the i)ei'Sonnel 
within the Social and Rehabilitative Services offices. 

Mr. Segal, I think you might want to amend your previous state- 
ment because that was in relation to the program of EPSDT and not 
in relation to the Social and Rehabilitative Service. 

Mr. Weikkl. Social and Rehabilitation Service does have responsi- 
bility for the EPSDT program. The Medical Services Administra- 
tion is one of the programs within the Social and Rehabilitative 
Services. 

Mr. Segal. That is right. But that was not the question posed to 
you. The regional offices were listed in a letter from Secretary Wein- 
berger to GAO in response to a letter of ^theirs indicating that 5(3 
positions in the region had been assigned to work on EPSDT. Is that 
a fact that it is still in effect ? 

Mr. Weikel. That is correct. 

Mr. Skgal. Is that 06 full-time equivalents? 

Mr. Weikel.,No, the individuals assigned there were on a full-time 
basis, the 56 people in the i-egional offices. The i^egional offices in addi- 
tion to that had been reporting 10 people prior to being given the 56, 
that \vei*e working on a part-time basis. 

Mr. Segal. You mean full-time equivalents among the 56? 

Mr. Weikel. Fifty-six. 

Mr. Skgal. Working full-time on EPSDT programs? 
Mr. Weikel. That is correct. 

I Icnow what you are leading to — the 20-percent figure that was 
reported in the work plans of the regional offices. I want to make very 
clear that those work plans have not been accepted on the part of the 
central office as they were reported from the regional office. 

Mr. Segal. I would like to ask specifically about a couple of States. 

The State of Indiana — one of those listed to be penalized — their 
director of the program. Wayne Stanton, indicated that HEW has 
now completely approved their program. He also indicated that In- 
diana has the most comprehensive medicaid program in the Nation. 

Has Indiana been cleared? 

Mr. Weikel. Indiana has been a.ssessed the penalty, 
Mr. SnoAL. You have proposed to assess the penalty? 
Mr. Weikel. We arc in the due process of application of that 
penalty. They have appealed that, and that appeal is being considered. 
After that appeal is completed, the penalty will be assessed. It is dur- 
ing that reconsideration process t.liat the determination v.ill be made 
whether or not their program was in compliance not at the pi-esent 
time, but during the first quarter for the year when the penalty was 
assessed. 

Mr. Skgal. Wl\y should the}^ he able to put in a press statement, 
''At Indiana's i-equest, including Governor Bowen's personal interven- 
tion, the threatened fiscal penalty was later subject to i*cconsideration," 
and then further on a statement" that I quoted to you before, that they 
were absolved of this? 

Mr. Weikel. I can't speak for the State in this case. I can tell you 
they are referring to a study that was done, an evaluation of their 
third and fourth quarter compliance. That report was submitted to 
our office. 
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fe' • Ji^ave infonned the regional office in Chicairo that that rennrt ;<! 
" S M'pS^ «? f K*^^ Indiana. I think Indiana, as we do 

■ frem\2^S0S '"'1"? ""^ by esteemed colleague 

I recognize the gentleman from New York, Mr Scheuer 

J%f"£Z^£, ?^tTT ^^^^^^^^^ that 

tosul^^itVeqSSSSn^^^^^^ unanimouf consent 

Mr "f'^h".^ objection, it is so ordered. 

: rec^S.^ ^""'^ ^ be included in the permanent 

nVstimoiiy rosumcs on p. 15:].] 
thi re^orSIf "'^^ ^^^^^^ ^^"^^^^''^'^ ^^'^^^ suLsequontly mvived for 

Department of Health, Eduoahon, and Welpabe. 

Office of the Secbetabt, 
Hon. JouN E Moss dshington, D.C„ Novcmhcr o, i975. 

Stephen KuRzarAN. 
Enclosure. Asaistant Secretary for Legislation, 

rr^^^''^J^nr^lu:^?lT^,,ti:^V.^ ^^^^^ ''l- ^'"'^^ 20 

that have be«n detern.ined out of n„mn?f'.,fni ""^ hu^'*' ^''^her, the nine states 
first ounrter of Fl-1™5 failed to mp^?'^ 'V^^ "J" P^^""^'' Provision for the 
penalty statute. The finalregulit^^^^^^ '^"•"e^" under the 

about Which the stut es^.ad „^ot ottnv^f ^^^^^^^^^ unusual recjuiremeMts 

"■"oSr'.^'V"".^ office cor7es^Sce ™'''' ""■""^'^ "egislation. 

r^K^^e'^eSvS "'"^ m'^J^I^'^St: 

of ttfsoci™ ecSrlt? A^^TSif^P 'f, •^''"fllcte with section 403(g) (1) 

taken forlSe fl^t iua ter of'^rVm^if a"s Lrfv^ '""^ PenLltV 
sponsibility to inform nil AFnr f-i n- „ ^"''^ undertake its basic re- 
du^ff thZ q"arter™ndee^ the 4Z 1^^^^^^ availability of EPSDT sorvic^ 
this function With rpg^rf to'all AFnr fnmm^^ "^"^ ""^"""■^ States to repent 

of this stringent standard howeveffl reaionabip rp^nf'^l^'''^.''.""""- S^xTt 
flt least that each AFnn fomiir- h„ „ reasonable reading of the statute requires 

the quari^r in Which U becom^ dL'^^'o? fhJ™f''r^i? '"e end of 

be reUeo„sisten?ly withTe smtut? ^'^'^ 
each AFtKJ family no less thnji nn'^r^n, „V» S'ate s responsibility to rc«o*//j, 
not be read to ei^cuse a State from ^^^fvin" '"^""l notiflcation. it can- 
requirement, complying with the underlying statutory 
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. 1 „ ctnfi. tn tt-lit Hiitil June 30. 1075. to 
To argue th«t the reK«U.tiot» authored n State to ^ „j ,,etion 

ucomumsh its initial ''"""''"''"r J'fl""l'U^e aS of FY 1975. and ^;o..ld 
403 e) 1) of tlie Act tliroush t he '^f ?i?nc wisi'lond uninformed, of the 
?Sfn\lzV a State's prnotij^o lco^^^^^^^ IJi^^rS.Xlictate that States have 

Kro^a-?^^^^^^^^^^^ stato.s. what evidence is there 

OHr/(^io?i S. In applying tl»<?s^ P^""^^'^L.?«in-v nil states irresiwctive 

^f^^iUe.:? ptS t^^"- of the state, are tre..t«t 

"«r^ A penalty reporting wUh^^^^^^^^ 

,s.;ued\o all HEW regiona^ offices 1^^^ regarding penalty states 

l;^!!„ra heSmVau'st1.tel'S Attached Fona.) .etenninations. 

Se^'crofi^^^^^^^^^^^^^^^^ 

;;^onal omces. ^^^^^^^^ "^c'f.Tl^'rnSn'l^^Sp^^^^^^^^^ 

boci.vL August 8, lOiJf. 

Reiwrting Form. 

^'-nfaS^s of the guidelines XS^O^^s V^S^^^^^^^^ 
/iSSrf t^oVe S^:y^:.M^terS w^e^r the pen.lty should he applied 
to n particular State. ^ , „ , i-Septeiiiber 30, 1974) is to be a 
'rue first quarterly report for FT l^J-^J-^"i^,/„„ U State EPSDT pro- 

"■Srshi^r^^^^^^^^ 

«-!v»?ci is U.e penalty reporting fonn With a ^^fSranVan 
eontents of the reiK)rting ^"^•^\"\'"^armtlve. All of the questions for the 
ortlii e of questions to he answered [^d hy the Regional Offices, 

r^tive "-t SLrer"i'"to Division of Program ^lo.i- 

.o^^^^^^^S:"":::^^.. Within 30 days of the end of the 

Snhsetiueat reports should . - ^ 

nuarter. AI3F.ut .T. Richtf.r. 

"^"^ UsocUitc commissioner. 



Attacliinent. ^^^^^^ narrative report 



Explanation of report form ,43 CFR 205.140 (c) ) call for a narra- 

modincations and corrections ^^^^ preparation of the narrative 

reP^!;?t ^'AX trguSe^ It is divided into four sections : 

lotion ill-Validation Visits. 
Section IV— RO Assessment. 
Section I.-StatMical Data. individuals oligihle and 
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in^n , : (The only informing requirement for the penalty is the AFDC) Km- the 
: other datn .reqneiited (screened, referred, and diaffnosed/treated) m*' did not 
recmest a breakdov.-n because of the Umltatlous of Stote reiS 
Sect ion II. — Instruct io m for Ka rrative 

h7^o'^u.!l\^^lT^^^^ " narrntivo report on 5;tnto aotlvlti.^s to 

be completed throngh intenMews with staff of the title XIX and other vs ion^^^^^ 
, agenyles^^ Section is further divided into three subseefions ' M»on.sibIe 

A. Informing Procednres. ^ ' 

B. Screening Arrangements. . . .. , 

C. Diagnosis and Treatment Arrangements * 
Each subsection includes: 

1. Statement of requirements to avoid iinposltiou of penalt\' 

Instructions for infonnntion to be included in the narmtive 

report " documentation to be submitted with the narrative 

vP^nnV^^ ''^i ^Ji^-ersity of methods the States are using to huplement the 
the report form must, of nocossitv. be general to S for 
t l e d fferonces. We have tried to give as explicit instructions as p^^^^^^^ 
that limitation. Except where otherwise imlicated. oath nuesMon must o n 
: swcM-ed. The inability to do .so may be con.sidered inclicntirof a p^lJlilenU 

Section II A — Informing Procedures 

In llffht of individiinl .State (lilTerences, qiiostinns S throii"li 11 m-iv i„.f i„. 

; specific .nlor.nat.on o.. where screening services are ^vnilnhK tl^en I c 

""r^"""^ 1 7. If ti.e writte.. .nnteri .Is L .er^ ,? 

. fonnation. ..idicntins wi.ere .specific inforn.ntion is nviiilnl.Ie (es vo. p 

; o;.seworl<er or welfare office, etc.. for .lotails o.. EPSDT serv ce.s avaiS .. ^ 
co......u.i.t.v). tI.e narrative .sl.oul.l arUlrcss q.ie.stions 1 tl.rougl. 11. ' 

' Sfetion II n — Screening Arrangements 

Tlio n..estions rer|..est infoi-.nntion on the Ivh.cls of arransp.nents tlie Snto 
un.T'}^ ITovi<ler.s .so that families re^.u^<^^i.>^"c%e..iW^r^^^ 

receive ti.e.se .services witliin a rea.soi.able period of time. scretiiiiiK ,..n 

Section II C— Diagnosis and Treatment Arrangcmetits 

Tlie questions rerpiest infonnntion on tlie State's arransenients for reforml f« 
dia«n.,..,.s and treatment provi.ler.s. provision of tl.ose s™^. and ToIIo 
ftrrtion III— Validation 

nil ?j^''i" ^" "fJ™ 1,'^" '•■re provided ii.s the narrative de.scriDes visits 

need to be made by UO reviewer to .selecto.l local site.s. The.se visits shou .1 e 
made to eo.inty/lot^l welfare offices ami local screen i. r^KPSOT tn-ov^^^^^^ 
in at Iea.st .s.x conntie.s selected randomly by RO reviewer thro,4 hont the Sh.fP 
During these visits. RO stafC sho.dd determine whether o? nort fe lo^I sites are 
niforinnif:, .soreeiiiiij;. a.i.l followiiis up as outlined in narrative repSt. 
Section IV— Regional Office Assessment 

shofdd rtfe';rSeo?ir'Tv'Vn7'ri™ ^'•«"'=>fi"n. tliei. the RO 

*\}JS'^ ?P assess..ient Is that the State has not met the requirements and 
fnn nnrWh? -^"."""l ""I'osed. Section IV B .sho.dd l« cZpreted "n 

full and the findings reviewed with the State. A recommemlation for the nennlJv 
shop. Id be snbjnitted to the Administrator. SRS. as per ii™ Z.^in FSlE 
IV n;;sSropri=i^e''"""' S<><^ti"n IV C ^ 

Signature 

ui^^^ fPZ*' !? ^" i"' ^'^ reviewer, the A.s.sociate ReRional Commis- 

sioner for Medical Services (if appropriate) and tlie Refjionnl Coinin^sioner 
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SAHLY PSaiODIC SCRSENIKG, DIAGNOSIS AM) IIGArSJJt 
PEmXY REPORTING F03SM 



2)atd 



Individual conplscing rf?orC , 
SSCXION I - Statistical Data 
A. Eligible 

Total 



0-5 



6-20 



, Inf ormed-* 
Total 



0-5 



6-20 



Kegioa , 



As of 9/30/74 



AFDC 



Others 



Total 



C» Scrsar.ed 

Total 


July '73-June *74 


july '74-September *74 


0-5 






6-20 






Total 






0-5 






6-20 






Diagnosed/Treated* 
Total 






0-5 






6-20 


! 



r. Are the figures for r/jr^bsr of children 
NCSS 116/120 reports? Ves 



s.-ied IT.:', referred based oti 



G. Does the number of children scr^cined, referred, and diagnosed/treated 
include others in addition to AJDC (e*g., incivicuals under 21)? If .so, 
ul easer li . 



*I^hare data are available. 



Sectio.n II— Xarrative Report I.nstructioxs 

SECTION II A — INFORMING PROCEDURES 

Requirements 

State must be able to document that all AFDC families have been informed: 

1. At least once annually or during the period of eligibility if shorter 

2. In writing (pamphlets, brochures, other written materials. In English and 
in foreign languages where required). , ^ 

3. By other methods where written materials are inappropriate. 
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trJt^T^^cST "™ <«'^-eenlns exan.ii>ation« and diagnosis and 

5. Of where and how senices can be obtained. 
Description 
The report must describe the following • 

2. How the written materiahi are distribut^ 

3. How often they are distributed. 

co^^^elSfa^^r^e^'-r^^if,"^^ '""'^ ''''' 
« of information included in brodiure. 

7. Whette^lS I^^a ^.^«L^"„'"^^ is inappropriate are infonned. 

8. Who is designated to povide specific informaUon. 

11 ^ofh^^lt ^'^"^ communicate specific infonnaUon to r^nients 
mtu^'Zu^^ '"^"'^ "^'^^ '""^^ " ""^^ particlpatin^g pSers avail- 
Supportive Documentation 

This must include : 

1. Examples of written materials* 
tion-'r^'"""' "materials for items 3. 6. 9. and 11 under "Descrlp- 

Requirements ^^"^"^ B— Scbeenetg Abbasgejcests 

rea'u^'^grree'^ni^^s^^ictST^t^,^''' "^^'^ ciaildren 
k J=^^^%S"^oft^— P--ers. 

elit^bU"chVd?^Cgb"ii? r St'a'- ;5"orSa"}l^ f ^^"^ "^^""'"^ 

J. Defined screening p„ci.ag^ ^^S'd%rfSl ^^^n^" ^.^^^^^^^^ 

tJ.?ei-tS^^^^^^^^^ 

Description * 

The report must describe the following • 
sch^duu'/or^'scS^'niSr"' (Proce<lures and perlodlcty 

providers"' agreements%tate Ts^ made"" wUh'"i,ese 

requirements). """"^ "'^ screening services, and other case management 
nn^T's^T ''^"•'•^^^ •'^"^"ed as out- 

asLf^g'Ai^SWr^^a?^^ 

riB™="^'~-^^^^^^^^^^ 

Supportive Documentation 

^^jniis must substantiate items 1 through 6 above and include (but is not limited 
k SirSrfdeMisT*™" '""'^"'^ «tair instructions. 
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8. Billing and reporting forms. 
4. Other appropriate materials. 



Section II C— Di.vONosts ani. Tueatmest Arii-vnoemests 
Establishment of referral procedures. 

^^'^t!^^^''^ state Plan except e.ve.. l.earing. 
'"^;/.Smerof"al.^^^^^^ P-'i-^ers so ti>at services are available 

to eiipbles throughout the State. Hinmostic and treatment services 

tot'^^r.s/^rth^^^^ 

Tim renort must <lt»scribe the following: , 

4. Ho«- State informs recipients °^„'^^„ "7,?„b,e and provided as needed, 
assures that such transportatioi. .is/" "^""^^L""? treato after screen- 

5. How State follows up on ^ ''W'^" ^"^J),,^^ "-tices and to a.sslst those who 
ing to assure that they have had access to^tho^ ^^^,^^5^^ 

controls). 

Supportive Documentation 
f S^.Ue ^SSons! staff instructions, provider manuals. 
I lmillg%'n7rerorting forms (including case management forms). 
4. Other appropriate materials. 
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;:alfare Office (identify) 

cv- £rcrr rr-.-.r.-ier i.s : fidgntifv^ ~ 

iriins prcblenu encouncered during visits.. 



V/elfars CiTice fidentify) 



greening or ilrSL^r pro-rider • (identify) 

C.^mencs Incluiir.; prc^^d^-j £r.=.?i:r.;irei ciirizg vlsir^^ 



Couaty Welfare Office ride;:tir/> 

Screening or EPSDT provider(i') (idJntify^ 

Cozaents including problcins encountered durir.3 visits 



\:>l£2Zfj Office ( l'lc-Ll i-r\ 

or rPSDr p-o/idoi-(.s) (iO:?n^i5v) ■ 

C<;=r.ent5 including p rob t-i-s encount.-rod during visits — 



County . 



S or 

iccluding problen- 



Vfilfire Office (identify 
vibiti; 
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.Section IV - Regional Office Assgssnant 



A, State's S?32T progrsa has met the reqtiir.^r.^r.t:* of 

£. Stabe has filled to tjeet the requir?=er.i3 of CFS 

20p,l'«o{'-:) in the area of: 



Inforaing Procedtires 
Screanins Arrar^2n:3nt2 
Treatrient Arrangeseats 



Description of prcblazc and r.?^or. obstacles to full conipliance: 



Coneise acscunt cf affcrts to "brirzg State into compliance: 



C. State has net requireneats of ^5 CFH 2!;9.10(a)(3) 

Dm State has failed to meet recixircnsnts of K3 CFH 2^9, 10 

(a)(3) 

Description or rrccler^ and najor cl^stacles to full conpliance: 



D-;ute 



?o vie war 



*.330ciate Regional Conmissioner- 
.■for I'.edical Servicas 



?.3gicnal Coiraissicr.er 

i;CT3: ?eccr:r:sndation£ for arjplication of the penalty should follow 
procec!urr»3 outlir.cci in JGXI3 ?jr-75- *(to be issued) 

Question 4- Do you feel the current and proposed regulations provide for the 
most effective methods of informing, eligible clients of availability of EPSDT 
services, i.e., written notification? 

Answer. A good deal of evidence exists from EPSDT demonstration projects 
that written materials informing families of the availability and nature of 
EPSDT services are less effective than personal contact and home visits. How- 
ever, in developing both the current penalty regulation and the proposed 
revision, the Department has required and proposed only written notification in 
recognition of the significant increases in staff and administrative resources that 
many states would have to make to carry out the more effective outreach activi- 
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ties and to document reliably thiit all AFDC families had been informed by such 
metliods. Further, it must be recognized that the penalty provision represents 
only the minimum requirements of the program and the Department has not 
thought it appropriate to consider all methods that would contribute to an 
optimally effective EPSDT program as penalty issues. However, in the SRS 
Program Regulation Guide (MSA-PRG-21, June 28. 1072) for EPSDT, the 
1 importance of a variety of caseflnding and outreach methods is discussed and 
IJeronal contact is emphasized. Even though not required by the penalty pro- 
vision, many states do currently use methods of personal contact for explaining 
EPSDT in addition to written informing materials. Further, a recent policy 
clarification makes 75 percent federal matching available, rather than the usual 
50 percent for administrative costs, for health related support services, including 
notification through^ personal contact and other forms of outreach, for EPSDT. 

Question 6. How many childen who were eligible for EPSDT died from com- 
plications of communicable diseases that simple immunizations could have pre- 
vented for each of the last five years? 

Answer. It is not possible to determine the number of EPSDT-eligible children 
dying from complications of communicable disease. For comparison, the total 
number of individuals under 20 years of age dying as a result of childhood, 
vaccine-preventable diseaases in the United States was 132 in 1960, 175 in 1070, 
XATi in 1071, 68 in 1072, and 45 in 1973. 

Qu4^stion 7. The Fon;\-ard Plan for Health indicates that you will emphasize 
Infant mortality, particularly in the 3,000 counties that have a mortality rate of 
33.4 while the rest of the country has a mortality rate of 17.3. Do these 3,000 
counties have a disproportionately high percentage of EPSDT eligibles? 

Answer. Actually, as the Forvvard Plan indicates, ten percent of the total 3,000 
counties in the country have the higher mortality rate you mentioned. Although 
we do not have data on the number of l:;pSDT eligibles in the counties? with high 
, infant mortality rates, we would assume that such counties do have a' relatively 
high percentage of EPSDT eligibles .since infant mortality tends to be higher for 
iow-income populations and in poor rural areas. 

Question $. How many of. the approximately 180,000 children who suffer 
annually from diseases that simple immunization can prevent are EPSDT 
eligibles? 

Answer. During 1974, approximately 06,000 cn.ses of common childhood 
diseases were reported for which preventive immunizations are available. Al- 
though disease occurs across all socioeconomic boundaries, immunity levels are 
lower in the poverty areas throughout the nation, compared with non-poverty 
areas, suggesting that disease incidence rates would be greater in these areas. 
While the disease reporting system does not identic cases according to EPSDT 
eligibility, a study of selected EPSDT sites indicated that 25 to 81 percent of 
children receiving screening under EPSDT needed immunization services: 

Question 9. On page 35 of the Dr. Dickson prepared statement, dated October 
S, 1975, it was indicated that $3.5 billion was spent for those under age 21. Could 
you please provide a breakdown of these dollars, including: 

(a) How much was spent for afflictions such as polio, vision, and hearing 
disorders? 

(b) How much was spent for institutionalization for mental retardation? 

(c) How much was spent for hospitalization? 

Answer. The National Center for Social Statistics reporting system does not 
include disease specific information. However, in FY 1973, the latest year for 
which Medicaid expenditure information for children under 21 is available, the 
total Federal and State Medicaid expenditures for this population was $3,431,030 
for Inpatient services in mental hospitals, and $16,456,040 for institutional inter- 
mediate care services for mentally retarded people under 21. Total FY 1973 ex- 
penditures under Medicaid for inpatient hospital services in general hospitals for 
people under 21 were $404,797,517. 

Qtiestion 10. A memorandum of understanding^ dated August 28, 1075, between 
DHEW and the State of California indicates that, regarding AFDC penalties 
and sanctions, the Secretary will consider a major revision in the penalty struc- 
ture. Could you please indicate what is meant by this? 

Answer. The Department has in progress an in-depth examination of its sanc- 
tion, enforcement and incentive activities. From this examination, we are con- 
sidering proposed changes in legislation, regulations and administrative pro- 
cedures to make sanctions more effective, more rational, more equitable, and less 
complicated. 
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Tlio Ilrst plmsu of tliis stinly, to l»e coiiiph'ttMl early Jannary, 1070, will tov.ns 
till 8tute-n*lutu(I eiifurceiuoiit iiiucliniiisni^, with uinpliasis (in formula grant lirn- 
jrrnin prograniH, t».>r., Mediraid, Aid tu Families with Ueiicnd^nt: Cliildrca, Social 
Services (Title XX), and Kdnnition for the Disadvantaged iXith? 1, Klementary 
iind Secondary Education Act). 

In our .examination, wv are attempting to secure rcdatively wide participa- 
tion—including i^tate stair, pnbUc interest groups, Cougrcsi^icmal stall*, etc. AVe 
intend to,rcilectin the study a bruad siieetrum of opinion. 

(^Hvntion li. Have Ktiuilar memoranda of umlcrstanding, as with California, 
b**en established with other Stntes? Would you i)leaiJe forward all memoranda 
of understaudin^^'in existence. 

Answur. There have been uo Kimilar memoranda of naderstunding, althimgh 
we have ndviso<l a niimhor of States, int(»rest groups, and private individuals 
tlmt we :in*. undertaking the study outlintnl in tlu* response to cinestion 10. 

Qh vat 10 II 12, Item [) of the luemoranduni of understanding, (lated August 28, 
for its noncompliance reganling the early ehildluxul screening program." Coidcl 
l!)7o. iiulicates that DHKW will "sympatheiieally consider (;;ilifornia*s appeal 
you please indicate what "technical noncompliance" means in that statement? 

Answer. The Department nndcrstands ''teduiical non-eouiplianc(^** to nu*au, 
simply, ntm-cfjuipliance. California oflicial.s felt the <iualilier ••technical" l)(»tt(?r 
exi)ressed their position on the complianc4» questions under discussion, and so 
that language wat; inchuleil, 

Qm'Mtion iJ. The audit reiwrt of EPDST for Alahanui, for the period Oelolier 
1. li>71 through March 31, lJ>7.'i. dated August M. iy7r». signcil by Kmil A. Trefzer, 
Jr„ indicates that Si iH*reent of all treatnu^nt liastMl on a .'^ample analysis was 
pvovidcMl after 00 days between the date of scret»ning antl the dar** of (lla gnosis 
and treatment. Is this a violation of the regulations regarding the tinu* frame in 
wliich treatment must be provitled after such treatment is found neee.ssary hy 
screening (4.^> CKU 20.'.14(; (e) ( iii ) (li) ) V 

Answer. I'mler the law, eompli:ince with the KPSDT penalty provision must 
be 4h>teruiined for each cpiarter after .Inly 1. 1074. The audit n'p(»rt giving aggre- 
gate data for the period of October 1071 through March 107.' would thus not be 
applifrable. Further, ev(»u if the M percent were trm? for any given <iuiirter sinct* 
tht» t^ffcctive datt» of the penalty, the regulations provitle that inifiuJ tliagnosis 
and treatUM^.nt must lie avaihible iinnnnltt/ within 00 days of the sm^ening. in 
determining compliance with this provision sucli con.^iderations as the avail- 
ability of s|M*cia lists or the timt» within whitrh the necessary t resit nient s«»rvice is 
generally available to the population at large in the area art* taken into account. 
Tims we would look beyond a general percentage such i\s the one sited in the 
audit rei>ort in a.ssessing compliance with this pnivi.sion. 

Qurntion t//. How can you ensure, under the August 20. lUlTl Xotic** of Pro* 
posed Ruleimiking, that trt^atment will he given in tiiaely fashion? Section 
tiO.'.l-Hi (c). (3) set»nis to .-illow states to absolve theniseh*i»s of possihh* peuiilty 
liability, while rccripients risk not being provided their required* treatment. 
Shouid not the states assume a larger burden to insure that treatment be jiro- 
vided within a reasonable tinu*. 

Answer. The proposed revision to the penalty regulafion provides that -StuH*."^ 
mnst a SMI re that treatment services are provided or iuitiati»d withui (»0 days of 
a sereening finding that indicates a need for such .services (»xcept in rasj»s ivliero 
the State can show that failure to do so is not the result ^of State inartiop, Uather 
than allowing Statf^** to absolvt^ tlu^mselves of possibh* penuUy liability this 
provision would mak(» St.Mt(»s liable for inaction in assuring tir.iel.t' drliv«M-y of 
treatment. The exet^ption is provide«l in order not to iK'uali/e States for cir- 
cmnstances beyond their control in meeting th(» 00 day requirement, such as a 
sevens scarcity of dentists, specialists or other providers or a recipient aiissiug 
th(» appointment despite Statt* assistance in scheduling :ind trausiiortation. 

Qiif\stfon /:7. Is tin* M:iternal and Child Health program under Title V 
considtTed a Departuieatal priority? 

Answer. Y(»s. Tb(^ Department's Forward Plan for Health, nublisbed in .Tune 
of this year, states th:it child health is a "m.-ijor priority*' of IIKW. Tlie l)*»part- 
ment's child heallh strategy will he focusing on reducing infant mortality and 
low birth weight and on maternal health ser vires. Tlie TdriT program will con- 
tinnt^ its special support of basic? and preventive services of pr<^'uata! and post- 
natal care, infai^t and ])reschool health supervision, school heaUli servicvs. and 
contrnco|ftion, with emphasis on health assessment, .^/-r^'euing, teaching, and 
care. 
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'. QucHtim 16, Why did the President propose to cut the Materim! nnd Child 
Health program by $80 aillUon, a 3." percent cut? 

Answer. The propo^sed reiluctlou of $83 million from $205 iiilllloa la FY 1075 
to 1^212 million In FY IDTO repressents a 2S pei'ceat redaction for Materaal and 
Clilld Health. „ ^ , 

The Maternal aad Child Health program Is not ^singled out among Federal 
programs for budget reductloas*. Such reductions are part of the overall objective 
of the Administration to limit Federal deficits la an overall attempt to control 
Inflation. , . ^ 

The Materaal and Child Health hadgeJt reflects the decision by the Department 
to require local governments, private Institutions, and third-party payors to 
contribute a greater share of the cost of the health care programs. The effectlve- 
aesa of siwclal projects over the past two decades has demoustratod to local 
communities how to reduce the Incidence of disorders and handlcapplag con- 
ditions in children. The Department has chosen to advance progressively forward 
from a focus on demonstrntloa uader Title V to promoting and providing needed 
maternal and child health services through Federal and private sector payment 
programs. 

Mr. ScMECEn. Fii-st. Dr. Ki'eteliiner, in coiiiiection with our keen 
intei-^st in cloin^ more in terms of nuiternal and child health, as I 
understand it, there is almost notliinir that is more important to infant 
and maternal health than the ahihty of a mother to space her children. 
Would that be correct ? 

Dr. Kretciimki!. C'ei tainly that is one of th'e most important aspects. 

Mr. ScHEUF.n. T was the author of the 1970 Population Kesetirch and 
Family Planning Act. To put it at its most charitahle. Federal support 
for family planniui^ services and for fundin^r family planning services 
has been faint-heartorl and reluctant, 

I feel the Federal Government, instead of looking at the family 
planning program as perhaps the most cost-efFcctivc single program 
in achieving maternal and child health, had had to be dragged kicking 
and Screaming into the 20th century. 

I)o you have any explanation as to why tlie Fedei'al Government 
is failing to support this most cost-effective of all health |)rograms, and 
whether there h any intention to do better in the future ? 

Dr. Vax ITokic. Mr. Scheuer, T am Acting Administrator of the 
Health Siirvices Administration which administers the family plan- 
ning programs under title V and title X. 

As ymi know, in the appropriations processes the President in fiscal 
1976 recommended 20 percent less for family planning. Tliat was not 
to indicate that the Depai-tment or the administration felt that family 
planning was not an important service and that we should not con- 
tinue to support the program lait rather within the total Federal 
expenditures that perhaps the State and local agencies could make up 
some of that difference in funding to maintain the level of operation. 

^[r. SriiKrKir. It would take a Martian to helieve that Xew York 
City and State, as well as other cities and States similarly situated, 
are' capable of filling in the funding gap by substituting their funds 
for Federal funds. T)o you really think such a plan is feasil)1c ? 

Dr. IvRT-rrcHMKa. It has to l)e taken in light of one other factor, and 
that is tliat there are other Federal funds available for family plan- 
ning througl) title XTX and title XX is which there is preferential 
matching to tJie States for the support of those services. 

Mr. SciiEm:R. All the evidence indicates that there are perhaps 3 to 
4 million women of child-bearing years in this country who do liot 
have available to them family planning services. If we are talking 
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EPSnr T^„r -n I'ca tlx there is absolutely nothing, includinff 

^;ir;?3 ' ^"-"^ ^O'' little expenditure ^ fimd& af 

making family planiinig information available to mXS ^ 

Now the 1970 act established a 5-year proj^ram foJ^brin^nc familv 
planning services to every single wo'man If diild-b^irrSg yS iSS 

Do you feci that we have accomplished this ^ 
Dr. JVRETC1I3IER. Xo, sii* 

provide family planning service pivoiojus to 

-r?m.' ^^.fi'?*"^ ''"d child health pro- 

mdividuaJs. If there is a gap it may not iust be a lack o? 
KJS:.Sniffi"P""^'°'^ •'"^ '""^ organized iS'tJi 

Mr. ScHEDER. Mr. Chairman, I ask unanimous consent th»t fKo 
Z'^^ t P«?™tted to conlplete his answeTo mHSesttn and 

some S^V mil^on^:;^ 1'^'^'^^°"''^ ^1"^^^°"^ <>" Jnalty of 
some ^21/2 million which has been assessed against New York Stafe 

it /e°r^ Zch 'l"""""^ I Sid a^plckte 

^r^^r'^^'lT^t?^:'^^^^ - ^'^^ ^^P-tment to 

il^^^^-^:r:s^}£ '''' '-''-^-^ 

tion ^xCe Tel- of nrinr? that message back as well as our dissatisf ac- 
of ?Iie DonnVf m.^r ^1 P^'og^'i'" reflected in the top people 

r\l .IT^ \ ^•'"i", represented at this hearing. ^ ^ 
TiS 2 c ays of hearings on "Shortchan<ri#,r Children » 

S ^ ,>i ''"<f^ °^ .'^''-'^""S-^ held as part of anC'all ^. cK of 

the Subcommittee on "Getting Ready for Xational Health InsiVraSe - 
^J1 Vl^T^^ distressing testimony of public witnessLS could 

nnt ^ o T ^ , funded under medica d, but who were 

not. Their loss of good health can never be recovered Instead of hp^l^ 
ab e to lead normal, pYoductive lives and be ?ihrretaSayere tS^Sf 
go ernment, they instead have been mistreated and SSed ami 
r ^"u'^ supported by society. The tragedy is thaShS ailments 

could Ijave been avoided if they had received the LXcliamS 
IS provided for in e.xi.sting child health legislation ^''"^"osis that 
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We have lieard from pediatricians and resi»arcliei\s who examined tlie 
aspects of the probleai and indicated the benefits of early screening 
and pivventivo medicine and the hu^^e costs of the absence of such 
^^creenmg treatment. For example, a simple PKU test that costs aO or 
50 cents may save $20,000 a year for an institutionalized mentally re- 
tarded \-ictim. Their testimony was convincinof both in dollar costs and 
ui human costs. They indicated that tire substantial benefits to be 
gamed by such programs as early and periodic screening diagnosis and 
treatment (EPSDT). There appear to be nnich better ways to man- 
age such a program than what is currently being done by HEW. 

It is clear that wide gaps exist in the execution of tins program as 
intended by the Congress. This is another example of the lack of 
proi)er administration of the medicaid program by the Department 
of Health, Education, and Welfare. 

The House of Kepi'esentati\es through rules X and XI lias em- 
powered this committee with oversight responsibilities over health 
l)rogranis not supported by payroll taxes. 

In order to execute this i-esponsibilitv in the manner intended, I will 
transmit to the President of the United'States details of the deficiencies 
and costs found in the implementation or rather lack of implementa- 
tion of these child health programs. Fuither the committee will i-e- 
riuest from the Secretary of HEW a report indicating the steps they 
intend to take to bring the program into conformity with the statutes 
of the United States. 

In order to protect the consumei-s of health care in this country we 
need to close the gaps of the health care delivery system. We must be 
able to provide quality medical care to all Americans at a i*easonable 
cost. The evidence of why this should be done in the ai-ea of child 
health is overwhelming. The evidence of the gaps in this program arc 
also overwhelming. We have a responsibilitv to close these f^aps. We 
intend to see that this is done. ' ^ 

The hearing are concluded. 

[Whereupon, at 12 :45 p.m. the committee was adjourned.] 
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